Life-Sustaining Treatment
Making Decisions
and
Appointing a Health
Care Agent

July 1987

The New York State Task Force
on Life and the Law



Task Force Members

David Axelrod, M.D., Chairman

Commissioner of Health, State of New York

Rev. Msgr. John A. Alesandro )
Chancellor, Roman Catholic Diocese of Rockville Centre

Mario L. Baeza, Esq.
Member, Debevoise & Plimpton
Lecturer, Harvard Law School

The Right Rev. David Ball
Bishop, Episcopal Diocese of Albany

Rabbi J. David Bleich

Professor of Talmud, Yeshzva University
Professor é]ewzsh Law and Ethics,
Ben]amm ardozo School of Law

Evan Calkins, M.D.
Head, Division of Geriatrics
SUNY at Buffalo and Buffalo VAMC

Richard J. Concannon, Esq.
Kelley Drye & Warren

M ron W. Conovitz, M.D.
Attendin Physzczan North Shore Univ. Hospital Clinic. Assoc.
Prof. of ,"Cornell Univ. Med. College

Saul J. Farber, M.D.

Deari and Provost

Chairman, Department of Medicine

New York University School of Medicine

Alan R. Fleischman, M.D.

Director, Division of Neonatology

Albert Einstein College of Medicine, Montefiore Medical Center

Beatrix A. Hamburg,
Professor o Psychza and Pediatrics
Mt. Smm chool of Medicine

Helene L. Kaplan, Esq.
Webster & Sﬂe ield
Chairman, Board of Trustees
The Carnegze Corporation



Rev. Msgr. Henry J. Mansell
Vice-Chancellor for Priest Personnel
Archdiocese of New York

Rev. Donald W. McKinney
First Unitarian Church, Brooklyn
President, Concern for Dying

Georgia L. McMurray, C.S.W.
Deputy General Director
Community Service Society of New York

Maria I. New, M.D.
Chief, Degartment of Pediatrics
New York Hospital —-Cornell Medical Center

Ruth A. O’Brien, R.N.
Assistant Professor of Nursing
University of Rochester

John J. Regan, J.S.D.
Professor of Law
Hofstra University School of Law

Rabbi A. James Rudin
National Director of Interreligious Affairs
The American Jewish Committee

Rev. Betty Bone Schiess
Episcopal Diocese of Central New York

Barbara Shack
The New York Civil Liberties Union

Rev. Robert S. Smith
Director, Chaplaincy Services
Health Sciences Center, SUNY at Stony Brook

Elizabeth W. Stack
Member, Syracuse Developmental Center Board of Visitors

Staff

Tracy E. Miller, ].D., Executive Director
Robert N. Swidler, M.A., J.D. Irvene Brawer, M.A., C.S.W.
John Finck, M.A. Elizabeth Peppe






Table of Contents

Preface
Executive Summary

Part One—The Social, Legal and

Ethical Context For
Treatment Decisions

Introduction

I. Choices and Dilemmas

Informing Patients

Education About Legal Rights and
Responsibilities

Autonomy in the Company of Others

The Loss of Decision-Making Capacity

Il.  The Right to Make Health Care
Decisions: New York State Law

Adults With Decision-Making Capacity
Determining Capacity

Decision-Making for Adults Who Lack Capacity

I11.  The Ethical Dilemmas of Foregoing
Treatment
Refusing Treatment

Decisions About Artificial Nutrition and
Hydration

Euthanasia

Minority Report—i. David Bleich

Page

12

23

23
25

26

33
33

36
40

o1



Part Two—The Health Care Proxy:

V.

V.

VI.

Recommendations and

Proposed Legislation
Introduction

Making Decisions in Advance—
The Living Will and Health Care Proxy 75
Living Wills
Appointment of a Health Care Agent
Legislation on Health Care Agents

Task Force Recommendations—
Legislation on the Health Care Proxy

The Health Care Proxy:

73

75
78
79

80

Page

71

The Agent’s Authority, Obligations, and Protection

Scope of the Agent’s Authority

The Agent as Surrogate for the Patient
Commencement of the Agent’s Authority
Capacity to Make Health Care Decisions

Creating a Health Care Proxy
Competence to Appoint a Health Care Agent
Selecting the Agent
The Proxy Form
Drawing Up a Health Care Proxy
Ending the Proxy

89
91
95
100

109
109
109
111
113
115

89



Page
V1. The Obligations of Physicians and Other
Health Care Professionals 119

The Physician-Agent Relationship 119
Communicating with the Patient 121
Informing the Health Care Team 121
Protection from Liability 122
VII. Health Care Proxies in the Long-Term Care and Mental
Health Settings 125
Long-Term Care Residents 125
The Mentally Disabled 129
VIIl. Making the Proxy Work—The
Need for Public Education 137
X.  Conclusion 139

Minority Reports

John A. Alesandro, Mario L. Baeza,
Richard J. Concannon, John J. Regan 141
J. David Bieich 147

Appendix A: Health Care Proxy-
Proposed Legislation 149

Appendix B: Policies of Life-Sustaining
Treatment: Survey of New York
Hospitals and Nursing Homes 161



Preface

In March 1985, Governor Cuomo convened the Task Force on Life and
the Law. He asked the Task Force to develop recommendations for
public policy on a range of issues arising from recent advances in
medical technology: the determination of death, the withdrawal and
withholding of life-sustaining treatment, the new reproductive tech-
nologies, the treatment of disabled newborns, organ transplantation and,
in a more limited context, abortion. The Governor charged the Task
Force to present its recommendations in the form of proposed
legislation, suggested regulations or a report describing its conclusions.

In response to its mandate to study life-sustaining treatment, the Task
Force first addressed the issuance of do-not-resuscitate (DNR) orders. It
chose to do so because of the history of confusion and abuse in New
York State associated with the orders. The Task Force identified two
kinds of abuses in need of resolution: the issuance of orders without
consent and the failure to issue orders when appropriate, which resulted
in futile and highly intrusive treatment for some patients. Both kinds of
decisions were often reached in an atmosphere of secrecy. The Task
Force concluded that legislation was essential to clarify the rights and
protections afforded patients, family members and health care
professionals when decisions about resuscitation must be made. In July
1987, the New York State Legislature enacted a law embodying the Task
Force’s legislative proposal.

The Framework for Decisions About
Life-Sustaining Treatment

After completing its work on the resuscitation issue, the Task Force
turned to questions surrounding decisions about life-sustaining treatment
in general. The Task Force considered the clinical context and obstacles
to informed decision-making by patients, as well as the rights patients
now have under New York law. It studied the apparent gap between
clinical practice and existing legal protections and examined the
educational and legislative measures needed to enhance the decision-
making process. It also deliberated at length about the ethical framework
for decisions about life-sustaining treatment.



The consensus that emerged from these deliberations is set forth in Part |
of this Report. The discussion addresses the clinical context, the right to
refuse treatment under New York law and the ethical dilemmas
associated with decisions to forego treatment.

The Task Force hopes that the consensus it has achieved on these issues
will provide meaningful guidance to the public and policymakers. Its
deliberations are one step in an ongoing dialogue within and among
many different communities in the State: religious communities, health
care professionals, lawyers, patient advocate groups and the general
public. This Report aims both to stimulate discussion and to provide a
framework for achieving a broad public consensus.

Proposed Legislation

In the course of its deliberations about life-sustaining treatment, the Task
Force concluded that there is a compelling need for legislation to ensure
that a person’s preferences about treatment are honored after the person
has lost the capacity to make those preferences known. Such legislation
would respond to the increasing anxiety many individuals feel about
control over their treatment in the face of proliferating technologies
available to prolong life. The legislation would also serve the interests of
those involved in health care delivery and society as a whole, since the
ethical dilemmas associated with decisions about life-sustaining
treatment are greatly intensified when guidance from the patient is not
available.

The second half of this Report describes a legislative proposal that
would allow an adult to delegate authority to make health care decisions
to another person and to express written wishes about treatment. This
delegation and any instructions the individual provides would be set
forth in a document called a “health care proxy.”

The Task Force believes that legislation on the health care proxy is
essential not only for decisions about life-sustaining treatment, but for
other treatment decisions as well. At present, when a person loses
decision-making capacity, the consent of family members is usually
accepted without any clear legal authority to do so. When a patient has
no available family members to provide consent, health care
professionals must often seek judicial approval for treatment, no matter
how beneficial the treatment or uncontroverted the patient’s need. This
process can be costly and cumbersome; it forces patients in need of



treatment to wait for judicial approval before treatment is provided.
Although the Task Force’s original mandate related only to life-
sustaining treatment, it concluded that the health care proxy should
protect the broader range of interests related to consent for treatment. It
has designed its legislative proposal accordingly.

The Task Force’s legislative proposal and a discussion of the related
legal, ethical and policy issues are described in Part Two of this Report.
While the deliberations described in Part One provide an ethical and
legal framework for decisions about life-sustaining treatment, the
legislation itself addresses only the issue it was designed to resolve—
creation of a process to ensure that an individual’s wishes about
treatment will be followed after the individual loses the capacity to
participate directly in treatment decisions.

The Task Force strongly believes that New York State must address the
difficult dilemmas presented by new medical technologies developed to
sustain life. It has devoted its efforts and energies to facilitating that
process.



Executive Summary

Summary of Part One:
The Social, Legal and Ethical Context
For Treatment Decisions

The Task Force’s conclusions and recommendations regarding
the social, legal, and ethical issues related to decisions about life-
sustaining treatment are summarized below. One Task Force
member, J. David Bleich, submitted a minority statement with
respect to several of these recommendations. That statement is
included in the Report.

« The Task Force strongly believes that physicians must engage
patients, including those who are severely or terminally ill, in a
dialogue about treatment to foster their ability to make
treatment decisions. This dialogue must be understood as a
central part of the obligation of care owed to all patients.

« Physicians should provide patients with information about:
their diagnosis; the available treatment alternatives and the
associated risks and benefits; the prognosis following
respective treatments; significant uncertainties in the
evaluation of available treatments; and measures available to
provide comfort and relief from pain.

« Health care professionals often focus on concerns about civil
and criminal liability in responding to requests to forego life-
sustaining measures. This assessment of potential liability
must be squarely grounded in a responsible understanding of
the law. Concerns about liability must also be balanced against
respect for the patient’s basic right to decide about treatment.

« Recent judicial decisions in New York and other states
provide strong support for the right to refuse treatment and
corresponding protection for health care providers when they
act in accordance with the informed, voluntary choices of
competent adults.

« A Dbroad educational effort is essential to clarify
misconceptions about the rights of patients to make decisions
about their own health care and the legal obligations and
protections afforded health care professionals.



. The Task Force urges lawyers and administrators for health
care facilities to create a process by which medical professionals
can be educated and advised on a regular basis about developments
in the law that govern life-sustaining treatment and health care
more generally.

. The involvement of family members may enhance the
informed consent process and assist patients and physicians to
identify the best course of treatment. However, if an adult patient
has decision-making capacity, or has clearly expressed a treatment
decision prior to losing capacity, family members do not have the
right to override the patient’s wishes.

. When a physician opposes a patient’s decision about life-
sustaining or other treatment, the first step should be a dialogue
between them. When the wishes of patients and the beliefs of
physicians cannot be reconciled, the physician should transfer care
of the patient to another physician willing to honor the patient’s
wishes.

. If another physician willing to treat the patient cannot be
identified at the facility, the possibility of transferring the patient to
another facility should be explored. If transfer is not possible, or is
opposed by the patient or facility, the parties should seek judicial
resolution. The courts are best-suited to weigh the particular
circumstances and interests of the patient and facility in each case.

. Health care facilities should minimize the potential for
conflict by informing patients and their families about facility
policies on life- sustaining treatment prior to the patient’s
admission.

. All policies about life-sustaining treatment must affirm the
value of life and the presumption in favor of continued treatment.
However, when that presumption conflicts with the individual’s
decision, the individual’s right to control his or her own treatment
must be respected.

. While the Task Force recognizes the human significance of
providing artificial nutrition and hydration, and the emotional
impact its withdrawal entails for some health care professionals, it
believes that these concerns do not outweigh the right of competent
adults to have their wishes honored.

. The Task Force strongly believes that active measures to
cause a patient’s death, or “euthanasia” should not be granted legal
sanction. Compassion for dying patients and their plight cannot
justify a change in public policy that would allow one human being
to kill another. Thus, existing laws prohibiting the taking of human
life should not be modified to permit mercy killing or euthanasia.



Summary of Part Two:
Appointing a Health Care Agent—
Recommendations and Proposed Legislation

The Task Force concluded that there is a compelling need for legisla-
tion in New York State to protect individuals’ rights and interests after
they have lost the capacity to participate directly in health care
decisions. The Task Force recommends the enactment of legislation
authorizing adults to appoint a “health care agent” by using a “health
care proxy.” It believes that use of a health care proxy provides the
best means to protect the individual’s right to have his or her wishes
honored following the loss of decision-making capacity.

The Task Force has developed a legislative proposal. The policies
embodied in that proposal are summarized below:

« Every competent adult should have the right to appoint a
health care agent. An adult should be presumed competent
unless determined otherwise by a court.

« A person should be able to appoint an agent by means of a
“health care proxy,” a writing signed by or at the person’s
direction. The person’s signature should be witnessed by two
adults, who should affirm that the person appointing the agent
appeared to be of sound mind and free from duress.

« The Task Force proposes a standard proxy form that may, but
need not, be used to appoint a health care agent. The form
provides information about the potential scope of the agent’s
authority, especially as that authority relates to certain critical
treatment decisions. The proxy form also explains how to
create a proxy and how to provide special instructions for the
agent.

« Persons should be permitted to delegate all or part of the
authority they possess to make health care decisions, including
decisions about life-sustaining treatment.

Vi



. The agent should be authorized to act only after the
patient has lost the capacity to make treatment decisions. A
majority of the Task Force members concluded that an agent
should not be allowed to make health care decisions while the
patient still has decision-making capacity because this will erode
patient autonomy, create the potential for abuse and interfere
with the physician- patient relationship.

. A minority of the Task Force members favor permitting
an individual to create a “consultation proxy” whereby an agent
may make a decision on behalf of a patient who has capacity,
provided the patient approves of the agent’s involvement and
the resulting decision.

. All the Task Force members believe that a proxy that
becomes effective as soon as it is signed, thereby empowering
the agent to make decisions without consulting or notifying the
patient, is unsound and an unacceptable alternative for health
care decisions.

. An informal hospital-based procedure should be used to
determine that the patient lacks capacity to make treatment
decisions and that the agent’s authority under a health care
proxy should commence. The determination should not deprive
the patient of the right to make health care decisions if the
patient objects to the determination of incapacity or to the
agent’s treatment decision.

. A physician should not be permitted to serve as agent
and attending physician for the same patient. Hence, if a
physician is appointed agent, the physician should not be
allowed to serve as the attending physician when the patient
loses decision-making capacity and the power under the proxy
commences, unless the physician declines to act as agent.

. An operator, administrator or employee of a hospital or
nursing home should not be permitted to serve as agent for a
patient at the facility, unless the person is appointed prior to the
patient’s admission to the facility.

. The agent should be obligated to make health care

decisions in accordance with the patient’s wishes as expressed

in the proxy or as otherwise known. If the patient’s wishes are

not known, the agent’s decision should rest on an assessment of

the patient’s best interests. The agent must obtain all relevant

rbn%diﬁcal information before making decisions on a patient’s
enalr.

Vi



. A person should be able to revoke a health care proxy by
notifying the agent or a health care provider, orally or in writing,
or by any other act that conveys the intent to revoke the proxy.

. A physician must honor an agent’s decisions to the same
extent as if the decisions had been made by the patient, unless
the agent’s authority is restricted in the patient’s proxy.
Nevertheless, the physician should serve as a check and balance
to the agent’s exercise of authority in those situations where the
physician believes the agent is ill-informed, incapable of serving,
or acting in bad faith.

. Agents should be protected from civil and criminal
liability for decisions made in good faith on the patient’s behalf.
Likewise health care professionals should be protected from civil
and criminal liability for honoring, in good faith, decisions by
agents.

. Long-term care and mental health facilities should establish
procedures to: (i) provide information to residents about their right to
create a health care proxy, (ii) educate residents about health care
proxies, and (iii) ensure that residents who create health care proxies
while at the facility do so voluntarily and understand the benefits and
risks of creating a proxy.

viii



Part One

The Social, Legal And

Ethical Context For
Treatment Decisions



Introduction

In this century, two developments have fundamentally altered
the circumstances surrounding death. First, most people no
longer die at home under the care of family members and
friends. Instead, most dying people are treated in a health care
facility, either a hospital or nursing home. Second, the growing
arsenal of medical interventions available to prolong life has
[)adicaljly changed the number and nature of decisions that must
e made.

That arsenal of treatments includes new surgical procedures such
as organ transplantation and coronary bypass surgery; treatments
like chemotherapy designed to eliminate or retard the disease
process; and an array of life-sustaining measures such as
artificial respiration to substitute for bodily functions. A precise
definition of the treatments that might be considered life-
sustaining in the broader sense is not possible. Several
treatments, however, are most commonly associated with the
term “life-sustaining treatment™: artificial respiration, dialysis,
antibiotics, and artificial nutrition and hydration.

The availability of new technologies to sustain life and the
related need to make decisions about when and how people die
has given rise to profound legal and ethical dilemmas. While the
questions posed about who decides and on what grounds arise in
a medical context, the issues resonate beyond medicine to all
spheres of our collective life.

The first half of this Report explores those questions as they
relate to adult patients who have the ability to decide for
themselves about treatment. In this context, decisions about life-
sustaining treatment have forced us to reexamine the relationship
between individual rights and the community’s interests. What
boundaries should society establish on individual freedom in
these most personal of decisions? How should those boundaries
be set and how does society define its own interests in
establishing them?



The social and moral implications of decisions about life-
sustaining treatment have also intensified scrutiny of issues that
have long been part of the clinical setting. Questions have arisen
about how patient autonomy is realized in the complex
relationship of patients, family members, health care
professionals and institutions. The need to define the rights,
duties and liabilities of all involved in the decision-making
process is now more keenly felt. Moreover, legal and ethical
differences in the decision-making process for patients with, and
those without, capacity have been crystallized as the interests at
stake in the determination escalated. Consequently, questions
about the process to demarcate that critical dividing line have
been raised. Who determines the patient’s capacity? What
standard should be used and what review or safeguards are
needed to protect the patient’s right to decide?

Finally, questions about life-sustaining treatment and
widespread recognition of the primacy of the patient’s
choice in these intensely personal and value-laden decisions
have spurred efforts to extend the patient’s participation in
these decisions beyond the patient’s loss of capacity to
decide. Thirty-eight states and the District of Columbia now
have laws allowing patients to express their treatment
preferences in writing or appoint someone to act on their
behalf in the event they lose decision-making capacity.
Often seen as assuring the "right to die” or the “right to
death with dignity,” the right at issue has a long history in
our medical and legal traditions—it is the right to consent to
or refuse treatment. Like other issues in the clinical setting,
decisions about life-sustaining treatment have infused this
right with new meanings and a sense of public urgency. The
second half of this Report sets forth the Task Force’s
recommendations for public policy and, specifically, a
legislative proposal to extend individual participation in
treatment decisions beyond the loss of decision -making
capacity.



I. Choices and Dilemmas

Advances in medical technology have led to a proliferation of
choices about medical treatment. More diseases can be cured
today than ever before. However, many treatments prolong life
but cannot halt the spread of progressive or degenerative illness.
Other treatments provide relief only after long periods of pain
and suffering. Technological advances such as the mechanical
respirator can maintain the life of greatly debilitated patients,
including those who have permanently lost consciousness,
without hope for cure or improvement.’

Decisions about medical treatment are deeply personal. They
reflect basic values, personality traits and attitudes. Often, an
individual’s capacity to tolerate pain, disfigurement or
dependency must be considered. Health care decisions may
involve weighing a fear of death against acceptance of disability.
Religious and moral beliefs are also central to health care
decisions, which touch upon basic understandings about human
life, personal identity and obligations to self and to others.

This is especially true for decisions about life-sustaining
treatment. While some individuals might choose to have their
life prolonged, whatever the limitations or burdens of treatment,
others would prefer an earlier death rather than endure a
protracted dying process. Although pain can be reduced with
available medications, the dying process for patients suffering
from illnesses such as cancer may still be agonizing.

Current medical evidence suggests that when patients have
permanently lost consciousness, they do not experience pain.?
Nor are they necessarily terminally ill. Some permanently
unconscious patients may be maintained on life-support systems,
including artificial respiration and artificial nutrition, for as
many as ten or even twenty years.® Nevertheless, many people
would prefer an earlier death to this sustained unconscious
existence, devoid of the capacities for human interaction,
thought or feeling.*

Beginning in 1976 with the well-known case of Karen Ann
Quinlan, issues related to life-sustaining treatment have been the
focus of considerable public debate and concern. With continued
public attention has come a shift in public opinion. Surveys of
public attitudes about the right to refuse life-sustaining treatment
have shown a steady increase in public support for the right of
terminally ill patients to make decisions about their own dying
process.® In a 1973



Harris Poll, 62% of the public endorsed such a right, 28%
opposed it and 10% were undecided.® In 1977, 71% of the public
favored granting the individual the right to refuse treatment and,
by 1985, that number had climbed to an _overwhelming 85%,
with only 13% opposed and 2% undecided.” Moreover, since the
Quinlan case, judicial decisions have made it increasingly clear
that a person has the right to refuse treatment and to control
decisions about his or her own body, even when treatment is
necessary to prolong life.®

Regardless of judicial recognition of the right to decide about
treatment or the overwhelming public support for protecting that
right, decisions by patients are often constrained.® Some
constraints are inherent in the fact that health care decisions are
made in the context of a relationship with and dependence on
others, including medical professionals and family members.
Other constraints arise because of failures in communication
between patient and physician, misunderstanding about existing
law, or the need for legal reform.

Informing Patients

A complete discussion of informed consent, either the principles
underlying the requirement or the complicated realities of the process
as it takes place in the clinical setting, is beyond the scope of this
Report.’® The Task Force believes that the consent process requires
further exploration and a richer understanding of how the process now
unfolds in the myriad of health care settings to which it is central. The
Task Force wishes, however, to make a few basic recommendations
about the dialogue between patient and physician in the context of
decisions about life-sustaining treatment.

The requirement of informed consent evolved to protect the patient’s
right to decide about treatment by requiring physicians to disclose
information necessary to enable patients to participate meaningfully in
treatment decisions.’* This legal requirement is only one part of a
larger dialogue between patient and physician that forms the core of
the therapeutic relationship.'> Through that dialogue, the patient and
physician identify their shared goals and establish a common
commitment to the course of treatment. When the patient’s health can
be fully restored, the patient’s and physician’s concerns and judgment
are likely to coincide. This identity of judgment and values, however,
cannot be assumed for decisions about life-sustaining treatment which
rest upon intensely personal preferences and beliefs. Hence, the
dialogue about treatment, essential to health care decisions generally,
assumes heightened significance in the context of decisions about life-



sustaining measures. Ultimately, these decisions are not medical
judgments but moral choices. The dialogue between patient and
physician is the necessary foundation for those choices. The Task
Force strongly believes that this dialogue must be understood as a
central part of the obligation of care owed to all patients.

Studies have shown that the public is keenly interested in receiving
information about their medical condition and treatment.'® Patients
express a strong desire for information relating both to their diagno-
sis and E)rognosis as well as the risks and alternatives of
treatment.’! Based on an extensive survey, the President’s
Commission for the Study of Ethical Problems in Medicine and
Biomedical and Behavioral Research concluded that, “Indeed, the
public displayed an unflinching desire for facts about their
conditions, even dismal facts. When asked specifically whether
they would want to know about a diagnosis of cancer, 96% of the
public said yes.”*®

Studies have also revealed that the public’s desire for information
outstrips the disclosure provided by physicians. The divergence
between patients’ desire to be informed and physicians’ inclination
to inform them is particularly striking with respect to disclosure of
alternative treatments.'® Also significant is the difference between
patient and physician attitudes about the impact of disclosure. For
example, one study showed that physicians believe that detailed
disclosure about a treatment and potential side effects or risks
would reduce patient compliance with the recommended treatment.
In contrast, patients reported that such disclosure would
substantially increase compliance.’

The patient is profoundly dependent on health care professionals,
and physicians in particular, to provide the information that is the
prerequisite for treatment decisions. For decisions about life-
sustaining treatment, as with other treatment decisions, physicians
should provide the information essential to a genuine and knowing
consent. That information should include an explanation about: (i)
the patient’s diagnosis; (ii) alternative treatments and the associated
risks and benefits of treatment for the patient; (iii) the patient’s
prognosis following the course of treatment; and (iv) significant
uncertainties in the evaluation of available treatments and the
benefits or risks they present for the patient.'® Moreover, physicians
should also discuss the measures available to provide comfort and
relief from pain whether the patient chooses to accept or forego
aggressive treatment.



In addition to an explanation of their medical condition and treatment
alternatives, patients expect and seek guidance from physicians about
their decisions. This expectation is inherent in the physician’s role as
professional and the therapeutic bond between patient and physician.
Nonetheless, this guidance must be separated from a clear explanation
of the patient’s medical condition and alternatives. That explanation is
essential to empower patients to make an informed choice consistent
with their own system of values and beliefs. While physicians may
have strong convictions about the appropriate course of treatment,
especially where the decision involves life-sustaining measures, those
convictions must not be allowed to thwart the patient’s right to receive
the information essential to make a knowing and voluntary choice.

The circumstances surrounding decisions about life-sustaining treat-
ment give rise to special obligations for health care professionals.
Except in rare circumstances, decisions to forego life-sustaining treat-
ment arise only when patients are extremely ill. While some severe
illnesses leave a patient’s decision-making abilities unimpaired, others
diminish the person’s decisional capacity. Even where there is no loss
of capacity due to organic causes, the fact of illness itself creates a
profound sense of vulnerability and results in a dramatic loss of
control over one’s body and the circumstances of one’s daily exist-
ence.'® The depression that often accompanies terminal or debilitating
iliness contributes to an overall sense of helplessness.

Patients who are dying often require the most active support and
assistance of health care professionals to make informed and voluntary
choices. Yet the limitations severe illness imposes on patients may
cause health care professionals to withdraw from patients rather than
commit the additional time and energy that communication may entail.
Caring for such patients and engaging them in a dialogue about
treatment choices is difficult and emotionally demanding. In addition,
health care professionals committed to prolonging life may
consciously or unconsciously feel that a dying patient represents a
failure of their own professional skills or of the remedies medical
progress can offer.®® In fact, studies have shown that many
professionals tend to avoid dying patients while dying patients often
report feeling lonely or abandoned.?

Although it is painful to care for dying persons, the Task Force
strongly believes that health care professionals should engage these
patients in a dialogue about their treatment choices and foster their
ability to exercise whatever degree of autonomy they still possess.
Moreover, maintaining a dialogue with patients is an act of caring that
recognizes and respects their dignity and moral presence.



The Task Force realizes that it is harder to care for some patients
in this respect than others. Moreover, physicians’ skills and
commitment to communicating with patients vary enormously.
In some settings, such as long-term care, the relationship
between patient and physician is often attenuated and may not
foster meaningful dialogue. The diminished or fluctuating
capacity of some patients separates ideal and actual practice
even further, perhaps isolating the patient altogether from the
decision-making process except for the formality of signing a
consent document. The Task Force believes that these factors
must be explored as part of a broader assessment of the informed
consent process and the development of policies to maximize
patients’ access to crucial information about their treatment.

As technologies available at the end of life continue to
proliferate, patients will be increasingly reliant on health care
professionals to explain those technologies—their purposes,
risks, benefits and limitations. Without this explanation, the gap
between physician as knowing expert and the patient as
uninformed lay person will grow, leaving patients more and
more helpless to participate meaningfully in decisions about
their dying process. Technological advances in medicine have
therefore heightened the need to enrich the dialogue between
patient and physician as a primary aspect of care. Without this
dialogue, patients will be denied the opportunity to answer for
themselves the questions posed by the availability of life-
sustaining treatment.

Education About Legal Rights and

Responsibilities

Health care professionals and providers are cautious in framing
policies and responding to individual decisions about life-
sustaining treatment. Indeed, they usually evaluate requests to
forego life- sustaining treatment by competent patients or by
family members on behalf of incompetent patients through a
prism of concerns about civil and criminal liability.?> The
requests are, in fact, often handled as “risk management”
problems. Yet, when decisions are made based on fear of
liability, the focus of the decision shifts from a medical and
ethical inquiry about the patient’s interests to a strictly legal
assessment of the provider’s concerns.

While attention to legal considerations is an undeniable

responsibility for health care administrators and a stark reality
for health care professionals, the assessment of potential liability



must be squarely grounded in a responsible understanding of the
law and a balanced evaluation of potential risks. An overly
cautious approach will foreclose consideration of the underlying
ethical issues as well as an exploration of clinical possibilities
that would best serve the patient within the framework of legally
acceptable alternatives.

Compliance with decisions by a competent patient presents only
limited grounds for legal concerns. As stated by the President’s
Commission in its 1983 Report to Congress, “There is little
reason to believe that liability would arise for actions taken on
the basis of the decisions of competent patients that are arrived
at in an appropriate fashion.”?® Recent judicial decisions in New
York and other states provide strong support for the right to
refuse treatment and corresponding protection for health care
providers when they act in accordance with the informed,
voluntary choices of competent adults.?* Indeed, those same
decisions make it clear that health care professionals may face
liability for failing to honor the patient's refusal and thereby
violating the patient’s common law and constitutional rights.?

Concerns about liability for honoring decisions about life-
sustaining treatment are especially acute in many areas of New
York State. This heightened concern can be attributed, in part, to
the apparent willingness of local prosecutors to aggressively
pursue cases involving the withdrawal of life-sustaining
treatment.®

The Task Force respects the responsibilities and independence of
local prosecutors in New York State. However, in cases
concerning life-sustaining treatment, it urges them to recognize
the impact their statements may have on the ability of patients to
exercise fundamental rights about health care.

While the chilling effect of any such statements is inevitable,
health care providers must assess such statements carefully in
the context of statutes and judicial decisions clarifying and
protecting the patient’s right of informed consent. Concerns
about liability must also be balanced against respect for the
patient’s basic right to decide about treatment. Finally, the actual
risk of prosecution must be realistically assessed. To date, no
physician in New York State has been prosecuted for
withdrawing or withholding life-sustaining treatment from a
patient. Only one such case has ever been brought nationally.
That case involved an incompetent patient and was dismissed
before it even reached trial.?’

The Task Force believes that a broad educational effort is
essential to clarify misconceptions about the rights of patients to
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make health care decisions and the legal obligations and
protections afforded health care professionals. While certain
aspects of the law on these issues remain unclear or undeveloped
in New York State, several important legal principles have been
established in judicial decisions.?® Nonetheless, the force of
these principles is undermined because health care professionals
and patients often misunderstand or lack knowledge of them. For
example, a Task Force survey of all nursing homes and hospitals
in the State revealed that many health care facilities have
concluded that living wills cannot be recognized legally and
refuse to honor the documents.?® Yet, a 1981 Court of Appeals
decision, Eichner v. Dillon, provides strong support for reliance
upon any document that offers clear evidence of the patient’s
wishes.®

It also appears that many health care professionals believe that
there is a clear legal distinction between the withdrawal and
withholding of life-sustaining treatment such as artificial
respiration. There is, in fact, no support for the distinction under
New York law.3* Nonetheless, this misconception about legal
norms may distort the decision-making process and inhibit the
provision of treatment that might be highly beneficial to the
patient. If physicians believe that treatment, once begun, cannot
be withdrawn, they may be less willing to recommend that
treatment be initiated.

Hence, the Task Force urges that widespread education and
discussion regarding decisions about life-sustaining treatment
should be undertaken. The ethical issues underlying the
decisions should be explored and misunderstandings about legal
consequences and parameters must be clarified. This educational
process should be far- reaching and designed to stimulate public
discussion of the values and concerns at issue. Associations
representing health care facilities and professionals as well as
patient advocacy groups should promote this educational effort.

The Task Force also believes that counsel for hospitals, long-
term care and mental health facilities have a special
responsibility to educate health care professionals about the law
pertaining to patients’ rights and the obligations of health care
professionals in the consent and treatment process. In the
absence of such efforts, health care professionals may be
unaware of or misinformed about existing law and important
legal developments. The Task Force therefore urges lawyers and
administrators for health care facilities to create a process by
which medical professionals can be educated and advised on a
regular basis about the law that governs life-sustaining treatment
and health care more generally.
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Autonomy in the Company of Others

Patients have a legal and moral claim to autonomy in their
decisions about treatment. That autonomy, however, is exercised
in the context of interdependence with others. The patient’s
decisions must be carried out by health care professionals who
often have their own strong personal or professional convictions
about the appropriate course of treatment. Family members also
play an important role in the decision-making process.

The Family

The involvement of family members may enhance the informed
consent process and assist patients and physicians to identify the
best course of treatment. Moreover, when family members are
informed about the nature and purpose of the treatments
provided, they can deepen the patient’s understanding and
improve the patient’s compliance with recommended therapies.

The family’s role, however, is a limited one. In the informed
consent process, those limits are defined by the privilege of
confidentiality between patient and physician. Where health care
decisions are concerned, the family’s role is firmly bounded by
the patient’s right to decide about his or her own treatment. If the
patient is an adult and has decision-making capacity, or has
expressed a treatment decision prior to losing capacity, family
members do not have the right to override the patient’s wishes.

In many cases, family members unwilling or unable to accept the
patient’s impending death need counseling and support. Pastoral
or therapeutic assistance should be offered to help family
members confront their own feelings and respect the patient’s
decisions.

Health Care Professionals

Health care professionals often have strong feelings about
patients’ choices concerning life-sustaining treatment. They are
dedicated to the preservation of life and the relief of suffering,
two goals that may come into conflict in decisions about life-
sustaining treatment. When this happens, professionals’
responses are shaped by their own moral and religious views,
their medical training, the policies of the health care facility, and
a conception of their obligations to patients.
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When a physician opposes a patient’s decision about treatment,
the first step should be a dialogue between them. The patient’s
decision may be based on inadequate information while the
physician may not have fully considered the patlent s point of
view. Studies have shown, in fact, that patients’ refusal of
treatment often reflect a failure in the decision- -making and
consent process.*? One study concluded that many patients
appeared to refuse treatment as a way of obtaining more
information about their care.®® Equally striking, the study noted
that physwlans response to the refusal rarely related to the
patients’ reasons for refusing because little or no effort was
made to ascertain those reasons by talking to the patlent
Although it is unlikely that patients will decline life-sustaining
measures to obtain more information, the refusal should lead to a
dialogue about the reasons for the refusal and should enhance
the patient’s understanding of treatment alternatives and
available care for discomfort and pain.

In some cases, the wishes of patients and the beliefs of health
care professionals cannot be reconciled. The physician should
then assume responsibility to assist transfer of the patient to
another physician. If no physician with the necessary expertise
to treat the patient can be identified at the facility, the possibility
of transferring the patient to another facility should be pursued.

It may not always be possible to transfer the patient. The
patient’s medical condition may foreclose this option or there
may not be another facility willing to admit the patient. In New
York, as elsewhere, this latter problem is most likely to arise in
connection with the withdrawal of artificial nutrition and
hydration. At present, even facilities that do not have ethical
objections to the withdrawal of artificial nutrition and hydration
are reluctant to accept patients who wish to forego these
measures because the law on this issue is still evolving.

Several courts have recently addressed the question of a
facility’s obligation to treat a patient when the facility objects on
professional or ethical grounds to the course of treatment chosen
by the patient. In a recent New York case, Matter of Delio, an
appellate court upheld the patient’s right to forego artificial
nutrition and hydration, but allowed the facility to transfer the
patlent rather than contravene its view of its ethical and moral
duty.®® The Supreme Judicial Court of Massachussetts took a
similar approach in Brophy a New England Sinai Hospital® In
contrast, courts in California, New Jersey and Colorado have
ruled that facilities could not involuntarily transfer patients who
refused treatment.” Those courts found it significant that the
facilities had not informed patients about their policies on life-
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sustaining treatment prior to the patients’ admission, and that the
proposed transfer would be impractical or burdensome to the
patient.

The Task Force believes that the need to transfer patients will
arise less frequently as judicial decisions clarify the legal issues
concerning the right to refuse artificial nutrition and hydration.
Nonetheless, where a conflict arises and transfer is not possible,
or when it is opposed by the patient or the patient’s family, the
parties should seek judicial resolution. The judicial process is the
appropriate forum to explore the particular circumstances of
each case: the interests of the patient and facility, an assessment
of the harm transfer would impose on the patient, and the
alternatives available to each of the parties.

The Task Force recommends that health care facilities should
minimize the potential for conflict by informing patients and
their families about facility policies concerning life-sustaining
treatment. This information should be provided prior to the
patient’s admission, when the patient or family members acting
on a patient’s behalf are able to make other arrangements.

The Loss of Decision-Making Capacity

Often at the crucial time when health care decisions must be
made, the patient is incapable of participating in the decision-
making process. This loss of capacity is the single greatest
Earrierdto ensuring that a person’s wishes about treatment are
onored.

Without some procedure to allow individuals to express their
wishes and thereby extend their autonomy beyond the loss of
decision-making capacity, individuals are rendered powerless to
control the course of their medical treatment. Following the loss
of capacity, a person’s intensely held feelings about treatment
may be overwhelmed by the emotional needs of family
members, the professional ethos of health care providers, or the
policies of medical facilities. In some cases, treatment may be
discontinued or withheld in contravention of the patient’s
preferences. In other instances, the patient’s wishes cannot be
honored simply because there is no process for consent to
withhold or discontinue life-sustaining treatment for patients
who have lost decision-making capacity and did not leave clear
evidence of their wishes. As a result, patients who do not express
their wishes about treatment in advance lose the right to forego
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treatment when they lose the capacity to make treatment
decisions. The technologies available to sustain life then shift
from options to imperatives.

Withdrawing and Withholding
Life-Sustaining Treatment

When patients lose decision-making capacity and have not
provided advance instructions or guidance, decisions about the
withdrawal and withholding of life-sustaining measures are
especially complex and difficult for family members. Family
members who speak with one voice about the provision of
highly effective treatment may disagree profoundly about the
decision to forego life-sustaining measures. Their judgment may
be clouded by denial or guilt as they confront not only their
grief, but the responsibility for making unprecedented and
irrevocable decisions. Moreover, under current New York law,
even where family members are certain that the cessation of
treatment would be consistent with the patient’s wishes and the
best possible outcome under the circumstances, they have no
legal authority to speak for the patient and are helpless to end a
course of treatment that they believe violates the patient’s values
and dignity.®

The same is true for health care providers. Where the patient has
failed to leave instructions about life-sustaining treatment, health
care professionals may be forced to choose between providing
treatment indefinitely and risking civil or criminal liability for
discontinuing it.3* An assessment of what is medically and
ethically appropriate is then subordinated to strictly legal
considerations about authorization to discontinue treatment.
Concerns about cost may also affect the decision-making
process and may lead to the provision of less aggressive
treatment than the patient would have chosen under the
circumstances.

Currently, even when patients provide advance written
instructions about treatment in the form of a living will or other
document, their wishes are often not honored despite legal
support for reliance on those instructions.”® If the patient has
appointed someone else to act on his or her behalf, the legal
status of the appointment is uncertain under New York law; the
majority of hospitals and nursing homes will not honor the
appointment for decisions about life-sustaining treatment.*!
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Providing Treatment

When a patient loses the capacity to make health care decisions,
it may also create a significant hurdle to the provision of needed
treatment. Except for emergencies, when consent is not required,
treatment cannot be provided without it.*> When a patient lacks
decision-making capacity, someone else must consent on the
patient’s behalf. That person must have an appropriate
relationship to the patient as well as legal authority to grant
consent.

Under current New York law, even family members do not have
clear legal authority to consent to treatment.*® Based on long-
standing social and medical traditions, health care professionals
accept consent from family members.** However, persons other
than family members, no matter how close their relationship to
the patient, are rarely allowed to provide consent.

When family members are not available or are not willing to act
on a patient’s behalf, hospitals are generally forced to seek court
approval for treatment, even for routine surgical procedures that
are clearly beneficial for the patient.*® This can be a costly,
cumbersome process that leaves patients needing treatment
dependent on the judicial process for medical care. Judicial
involvement in these medical decisions is especially burdensome
for the courts because of the many persons who need medical
treatment and have no family members to act on their behalf.

The Need for Legislation

The Task Force concluded that there is a compelling need for
legislation in New York State to ensure that individuals’ wishes
about treatment will be followed even after they have lost the
capacity to participate in the decision-making process. The
legislation must establish clear rules for consent for the
provision or withholding of treatment in accordance with the
previously expressed wishes and values of adults who are no
longer capable of deciding for themselves. That consent process
should protect the right to forego life- sustaining measures as
well as the right to consent to those measures and other
treatment.

The Task Force has devised a legislative proposal that seeks to
achieve these goals. That proposal is set forth in Appendix A.
Part Two of this Report describes the framework and policies for
that legislation.
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I1. The Right to Make Health Care
Decisions: New York State Law

Adults With Decision-Making Capacity

It has long been recognized that competent adults have the right
to make decisions about their own health care. As Judge Cardozo
stated in Schloendoriffv. Society of New York Hospital, a 1914 New York
Court of Appeals decision:

Every human being of adult years and sound mind has the
right to determine what shall be done with his own body; and a
surgeon who performs an operation without his patient’s
consent commits an assault, for which he is liable in damages.*

Recent court rulings establish that an adult’s control over health
care decisions extends to decisions about life-sustaining treatment.
In EichneraDillon, a 1981 case, the New York Court of Appeals held
that the common law and statutes of New York consistently support
the right of a competent patient to refuse medical treatment, even
where the treatment is beneficial or necessary to save the patient’s
life.> The Court also ruled that the refusal of life-sustaining
treatment is not suicide unless the underlying illness or condition is
self- inflicted. Further, the Court concluded that the patient’s right
to forego treatment overrides the physician’s obligation to treat the
patient and affirmed that physicians who provide treatment without
consent may face civil liability. More recently, in Riversv.Katz, a
1986 decision involving the refusal of antipsychotic medication by
residents in a mental health facility, the Court of Appeals extended
the protection accorded the right to refuse treatment by holding that
the right is guaranteed by the Due Process Clause of the New York
State Constitution.?

Early decisions in other states, notably the landmark 1976 New
Jersey decision, Matter of Quinlan, held that the patient’s right to
refuse treatment depended, in part, on two criteria: the invasiveness
of the proposed treatment and the patient’s prognosis.* Under the
formula laid out by the Court, as the invasiveness of treatment
increased and the prognosis worsened, the patient’s right to refuse
was strengthened.
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Recent appellate decisions in several states, including New Jersey,
have abandoned or retreated from that analysis.®> As stated by the
New Jersey Supreme Court in a 1985 decision, Matter of Conroy,

Of course, a patient’s decision to accept or reject medical
treatment may be influenced by his medical condition,
treatment, and prognosis; nevertheless, a competent per-
son’s common-law and constitutional rights do not
depend on the quality or value of his life.

With the exception of some lower court decisions involving the
refusal of artificial nutrition and hydration, New York court
decisions have not conditioned the right to refuse treatment on
the patient’s prognosis or the nature of the treatment.” Indeed, in
numerous cases, the courts have upheld the right of competent
adults to forego medical procedures for treatable life-threatening
conditions.®

The limitations on the right to refuse treatment recognized by
New York State courts relate to situations where the refusal
would create a danger to public health or would substantially
impair the interests of others.® For example, treatment decisions
have been overridden in cases where the patient who declines
life-saving treatment is a parent responsible for the care of a
young child.®

Recently, controversy has centered upon whether the right to
refuse treatment includes the right to forego the provision of
nutrition and hydration by artificial means, i.e., by feeding tubes
inserted in the patient’s veins, nose and throat, stomach or
intestine. In Matter of Delio, the only New York appellate decision
that addresses the issue, the court upheld the patient’s right to
refuse artificial nutrition and hydration.!* Daniel Delio, a 33
year-old man, was left permanently unconscious following
surgery. His wife sought authority to withdraw the feeding tubes
that were sustaining his life. The trial court found clear evidence
that Daniel Delio, if competent, would refuse such treatment.
Nevertheless, the court concluded that it lacked the authority to
permit a young, non-terminally ill patient to forego nutrition and
hydration and denied his wife’s petition.!?

The appellate court reversed and held that the withdrawal or
withholding of artificial nutrition and hydration should be
evaluated in the same manner as decisions to forego other life-
sustaining treatments.”® It emphasized that “the primary
focus...is upon the patient’s desires and his right to direct the
course of his medical treatment rather than upon the specific
treatment involved.”'* The court also ruled that Delio’s refusal
of treatment did not constitute suicide, since he did not wish to
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die, but only to live free from unwanted mechanical devices and
to allow nature to take its course.™

The Delio decision supersedes a series of prior lower court decisions
in New York that had declined to authorize the discontinuance of
artificial nutrition and hydration, despite clear evidence that the
patients would have wanted the treatment withdrawn.!® Those
courts, like the lower court in Delio, relied primarily on a distinction
between the provision of artificial nutrition and hydration and other
treatments.

The Delio holding makes New York caselaw consistent with
judicial decisions in six other states where appellate courts have
addressed this issue.!’ In each of those cases, the court held that
the provision of artificial nutrition and hydration is medical
treatment and may be withheld or withdrawn in accordance with
the patient’s wishes. Underlying these decisions is a recognition
that it is not the nature of the treatment, but the right of a
competent adult to control decisions about his or her own
treatment that is determinative.®

Determining Capacity

The determination of a patient’s capacity to make treatment deci-
sions is a critical dividing line. Patients with decision-making
capacity have a constitutional and common law right to control
the course of their medical treatment.!® When patients are
determined to lack capacity, they lose this right. Unless a patient
provided advance instructions, treatment decisions will be made
by others.?°

Currently, the only generally available and legally recognized pro-
cess to determine capacity is a judicial determination.?! In judicial
proceedings to determine capacity, the patient is presumed to have
capaci%/ until established otherwise by clear and convincing evi-
dence.” Generally, the expert opinion of psychiatrists and other
physicians is the most significant evidence before the court.” The
patient’s refusal of life-sustaining treatment cannot, by itself,
support a finding of incapacity. Independent proof of the patient’s
inability to make treatment decisions in a knowing and voluntary
manner must be presented.?

Although only judicial decisions about capacity have clear legal
recognition, the capacity of patients to make health care
decisions is rarely determined Iin a court room.?® The clinical
demands of medical practice require that physicians and other
health care professionals routinely evaluate the capacity of the
patients they treat. These assessments are made informally at the
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patient’s bedside in accordance with the policies of the facility
or, where there is no policy, in accordance with the individual
practices of the patient’s physicians.

Decision-Making for Adults
Who Lack Capacity

When a patient lacks capacity to make decisions about life-
sustaining treatment, the crucial legal issues are whether a
substitute decision may be made by a family member or other
person on the patient’s behalf, and how to protect the patient’s
dual rights: the right to refuse treatment and the right not to have
life foreshortened. Courts in many states other than New York
have upheld the validity of substitute decision- maklng for life-
sustaining treatment, subject to a variety of safeguards.?®

In contrast. the New York Court of Appeals in two companion
cases, Eichner v. Dillon and Matter of Storar, declined to recognize
the Iegallty of decisions to forego life- sustalnlng treatment made
bv family members or others on a patient’s behalf.?’ Fichner v.
Dillon concerned Brother Fox, an elderly member of a religious
order, who had been declared permanently unconscious. A
friend and colleague, Father Eichner, sought a court order
permitting the removal of a mechanical respirator that
maintained Brother Fox’s breathing and circulation. The Court
held that when a patient is incompetent, life-sustaining treatment
can be withdrawn only if there is “clear and convincing
evidence” that the patient, if competent, would want the
treatment stopped. It found that oral statements made by Brother
Fox several years earlier satisfied this clear and convincing
evidence standard and authorized removal of the respirator.

Matter of Storar involved a 52 year-old profoundly retarded man,
John Storar. At the time the case was brought, he was dying
from bladder cancer and had only two to six months to live, even
with aggressive treatment. His mother, previously appointed his
legal guardian, opposed the continued provision of blood
transfusions that would prolong his life but could not cure the
underlying disease.

The Court explained that it was unrealistic to attempt to
determine what John Storar would have chosen for himself,
since he never had capacity to make treatment decisions. It
refused to grant Mrs. Storar’s request, holding that no one, not
even a family member, could consent to the withdrawal of life-
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sustaining treatment on behalf of another person. Four years
after the Storar decision, the Court restated its opposition to
surrogate decision-making in People v. Eulo, a case involving
the legal standard to determine death.?®

Thus, current New York law recognizes that life-sustaining
treatment may be withdrawn from a patient who lacks capacity
only if there is clear and convincing evidence of the patient’s
wish to refuse the treatment. Absent clear evidence of that wish,
even caring family members cannot make the decision on the
patient’s behalf. For persons never capable of expressing their
wishes, life-sustaining treatment cannot be discontinued,
whatever burden it imposes.

Several court decisions have considered whether the evidence of
a patient’s wishes to decline life-sustaining treatment satisfied
the clear and convincing standard. In Matter of Delio?", Matter
of Triarsiln re Moschella" and Application of Lydia E. Hall
HospitaP?, cases involving permanently unconscious patients,
the courts authorized the withdrawal of treatment based on
testimony by family members about the patient’s prior oral
statements.

Two lower court decisions have evaluated the use of a living will
as evidence of the patient’s wishes. A 1985 supreme court
decision. Matter of Saunders, held that a living will constituted
consent to the withdrawal of treatment and should be honored by
physicians in the event the patient subsequently loses capacity.'
However, in Matter of Essner, a Bronx supreme court
disregarded an incompetent patient’s living will and permitted
the amputation of the patient’s gangrenous leg.®* The living will,
created by Essner seven years earlier, stated simply that she did
not want “any lifesaving or otherwise unnecessary operations to
be performed on me...I want to die in dignity.” After noting that
death from gangrene would not be “death with dignity,” the
court ruled that the living will did not constitute clear evidence
of Essner’s wishes.®
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I11. The Ethical Dilemmas of
Foregoing Treatment

Refusing Treatment

The emergence of a body of judicial decisions about life-
sustaining treatment in the ten years following the Quinlan case
does not diminish the need for informed debate and the
formulation of policies to address the many issues left
unresolved by judicial precedents. Deliberation about these
issues will deepen our understanding of the underlying ethical
concerns and obligations. Moreover, while in some instances
public discussion will clarify the basis for real differences, it is
also essential to forge agreement on fundamental principles.
Without this agreement, our society will be unable to fashion
policies responsive to the challenges and dilemmas medical
advances continually present.

Since the Quinlan case first received national attention, the
debate about life-sustaining treatment has focused on the
conflict between two basic values: the preservation of human
life and the autonomy of the individual. While other important
values, such as other persons’ interests in the patient’s life and
the integrity of the medical profession are also involved, the
heart of the controversy has centered on the need to balance a
commitment to preserve life with respect for the individual’s
right to control decisions about his or her own dying process.

As a society, we have long cherished both individual autonomy
and the preservation of human life. Where those values are in
conflict, however, our social pluralism embraces a range of
responses. That pluralism is reflected in the diversity of
individual moral decisions as well as the beliefs of different
religious communities.

The religious denominations that have addressed issues related
to life-sustaining treatment have all affirmed the sanctity of
human life.! However, they posit different conceptions of the
individual’s obligation to accept treatment and the limitations of
that obligation.?” As set forth in the Vatican Declaration on
Euthanasia, the Catholic Church teaches that a person has no
Obligation to accept “extraordinary’” means to preserve his or her
life.° Recognizing the potential vagueness of the term,
“extraordinary,” and the preference of some for a standard of
proportionality, the Declaration stated that,
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[o]lne cannot impose on anyone the obligation to have
recourse to a technique which is already in use but which
carries a risk or is burdensome. Such a refusal is not the
equivalent of suicide; on the contrary, it should be
considered as an acceptance of the human condition, or a
wish to avoid the application of a medical procedure dis-
proportionate to the results that can be expected, or a desire
not to impose excessive expense on the family or the
community.*

Many Protestant denominations also teach that a person may
refuse life-sustaining measures that will only prolong the dying
process.® The principles they articulate stress the importance of
individual choices concerning treatment.® For example, a
statement by the Presbyterian Church in 1983, entitled “The
Covenant of Life and the Caring Community,” endorsed the
importance of respecting the person’s wishes about treatment:

In a pluralistic society where people have different beliefs
about life and death, basic Christian respect for persons
demands that a person’s decisions about death be honored
in most instances.’

The Methodist Church, in its statement on the issue, expressly
affirmed “the right of everyone to die in dignity....”®

Among Protestant theologians, however, there is a diversity of
opinion about the parameters of the moral obligation to accept
treatment. For instance, one prominent Protestant theologian,
Paul Ramsey, rejects quality of life judgments while another,
Joseph Fletcher, advocates an ethic that focuses on the person’s
experience of pain or discomfort.®

The Reform Jewish tradition also teaches that a person is not
obligated to accept life-sustaining treatment that prolongs the
dying process.® There is a spectrum of belief within the
Conservative Jewish community ranging from a recognition that
a person may refuse measures that unnecessarily prolong the
dying process to a belief that a person must accept all measures
that sustain life.1!

Most Orthodox Jewish scholars interpret Jewish Law to require
the acceptance of all treatment that will preserve every possible
moment of life unless the patient is very near the moment of
death. Under Orthodox Jewish precepts, the patient’s
preferences and the physician’s judgments are dictated by their
obligation to God set forth in the “Halakhah” or Jewish law.™
As stated by one eminent Orthodox Jewish scholar:
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Judaism has always taught that life, no less than death is

involuntary. Only the Creator who bestows the gift of life

may relieve man of that life even when it has become a

burden rather than a blessing."
The Task Force believes that all policies about life-sustaining treat-
ment must affirm the value of life and the presumption in favor of
continued treatment. However, where that presumption conflicts with
the individual’s preferences, the individual’s right to decide about
treatment must be respected. As long as the individual does not harm
others or create a danger for the public, our society recognizes the
freedom of each person to choose his or her own moral path. While we
may seek to inform and shape the individual’s sense of obligations to
self and to others in the context of health care and other personal
choices, in a pluralistic society, we cannot impose a single moral
vision.
As a matter of principle, recognition of the person’s right to make
treatment decisions affirms the respect owed to all persons. On a
practical level, one consequence of failing to recognize self-determi-
nation for health care choices is an acceptance of the use of force to
override those choices. Presently, some health care facilities use both
physical and chemical restraints, including tranquilizers and other
powerful sedatives, when patients, even those who are competent,
refuse treatment.

The Task Force believes that society should not condone the use of
such restraints nor permit health care professionals, however strong
their beliefs or beneficent their motives, to use force to provide
treatment against the wishes of a competent patient. Although force is
not necessary once patients have lost consciousness or the ability to
resist or remove treatment, the heightened vulnerability of such
patients creates special obligations to respect their moral choices.
Continued treatment in these circumstances is no less an affront to
their dignity because they are helpless to refuse treatment.

Moreover, individuals should not be forced to relinquish their right to
have their wishes about treatment honored when they lose decision-
making capacity. The loss of such capacity is often marked by severe
illness or, in some cases, the permanent loss of consciousness. It is
precisely in such circumstances that persons might wish to have
treatment withdrawn or withheld. For this reason, the opportunity to
provide advance instructions and delegate the authority to someone
else as a surrogate is crucial. Without this option, many people will
effectively be denied the right to make decisions about their own
dying process. They may receive less aggressive treatment than they
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would want, or, in many instances, they may be treated in violation of

their deeply held convictions.

Society does not lessen the value it places on human life by
honoring the person’s right to refuse treatment or by providing a
vehicle to extend that right beyond the loss of decision-making
capacity. Instead, it shows deep respect for the primacy of the
individual’s judgment and the choices the individual must make
about the limitations and burdens imposed by illness.

Regard for autonomy, however, does not force society to
abandon other values it deems fundamental. Society may still
embrace and affirm other values central to medical delivery and
to the community: the preservation of life; our human
relatedness in the delivery of medical care and other spheres;
and respect for our family traditions. These values may be
expressed in our medical policies or the policies of society as a
whole in the many social issues involving moral questions. We
need not, therefore, as a community, place other moral goods
and ideals at risk when we recognize autonomy.

Nor must we compel health care professionals to relinquish their
own vision of their obligations to patients or their professional
commitments. Where the patient’s decisions conflict with the
ethical beliefs of physicians or other health care professionals, a
solution must be sought that respects the beliefs of all involved.
That solution, as practiced now, often involves transferring care
of the patient to other professionals or to other institutions.
When the decisions of medical professionals and patients cannot
be reconciled, health care providers should facilitate this
alternative for mutual accommodation so that the moral choices
of both patients and health care professionals may be honored.

Decisions About Artificial Nutrition and Hydration
Of all the treatments considered by the Task Force in developing
its recommendations, artificial nutrition and hydration was the
focus of the most lengthy and thorough deliberation. The term
“artificial nutrition and hydration” refers generally to the
provision of food and water through tubes inserted in the
patient’s veins, nose and throat, stomach or intestine.

Artificial feeding is used to supplement nutritional intake or to
provide total nutritional support on a short or long-term basis.
As a long-term measure, artificial nutrition and hydration is
usually provided through a tube inserted in the nose and
esophagus or surgically inserted into the stomach or a portion of
the small intestine.'® While such nutritional support is generally
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highly effective, potential complications, including the risk of
serious mfectlon are. nUMerous and vary according to the
feeding method chosen. 16

The issue of withdrawing artificial nutrition and hydration arises
most frequently for patients who have permanently lost
consciousness. It is also considered for some patients who are
irreversibly ill and do not tolerate the procedure well.*’

If artificial nutrition and hydration as well as other nursing and
medical care are provided to patients who have permanently lost
consciousness, their vital bodily functions may be maintained
for many years.!8 Karen Ann Quinlan, for example, lived for ten
years following removal of the artificial respirator that assisted
her breathing. When artificial nutrition and hydration is
withdrawn, patients usually die within a period of time ranging
from two to ten days.*®

Existing medical opinion suggests that patients who have perma-
nently lost consciousness do not experience pain or dlscomfort
following the withdrawal of artificial nutrition and hydration.?°
Less information is available about the experience of greatly
debilitated patients or those suffering from severe illness who
are in the end stage of the dying process. Available information,
however, indicates that these patients appear to experience little,
if any, dlscomfort when routine comfort measures are
prOVIded Finally, in some cases, the provision of artificial
nutrition and hydration very close to the time of death may
increase the patient’s discomfort. Some patients are more likely
to experience pulmonary edema, nausea and mental confusion
when artificial nutrition and hydratlon are maintained in the last
stages of the dying process.>

The public debate surrounding artificial nutrition and hydration
often hinges on whether it should be distinguished from other
medical treatment on moral and clinical grounds. Those who
argue for the distinction generally believe that nutrition and
hydration is basic care, not medical treatment.?3 Support for the
distinction rests, in Iarge part, on concerns about patients who
lack decisional capacity and did not previously specify that they
would want the treatment withheld. Proponents of the distinction
point to the heightened wvulnerability of patients who are
unconscious or suffer from dementia, the incentives to
discontinue nutritional support for such patients in a clinical
environment concerned with cutting costs, and the p035|b|I|t¥ of
undermining the bond of trust between patient and physician.?*

While these concerns are obviously lessened or irrelevant in the
context of decisions by competent patients to forego artificial
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nutrition and hydration, other considerations raised by advocates
for the distinction are germane. Those considerations relate
primarily to the meanings associated with provision of nutrition
and hydration and the effect on the broader community of
permitting persons to die by starvation and dehydration.?®
Specifically , the provision of artificial nutrition and hydration
is seen as an important symbol of our human relatedness and
commltment to care for all members of the human community.

26 According to this view, nutrition and hydration, whether
provided directly or bzg artificial means, are universal needs, not
just needs of the sick.

It is also suggested that permitting the withdrawal of artificial
nutrition and hydration will blur the psychological dlstlnctlon
between allowing to die and active assistance to cause death. 2
Proponents of this position contend that the withdrawal of
artificial nutrition and hydration is different from the withdrawal
of other life-sustaining measures because of its certainty. Death
Is inevitable if nutrition and hydration are withheld, while death
does not always occur following cessation of other treatments
such as artificial respiration. Responsibility for the patient’s
death is therefore seen as more “direct.”

In contrast, many believe that artificial nutrition and hydration is
medical treatment, not basic care. This position is reflected in a
March, 1986 statement by the American Medical Association’s
Council on Ethical and Judicial Affairs, recent court decisions
and other public commentary.?® In April 1987, the New York
Academy of Medicine issued a statement which recognized that
“technologically supplied nutrition or hydration” should not be
distinguished from other life-sustaining treatments, and supported the
right of competent patients to decline such measures.*

Advocates of this position believe that the withdrawal of artificial
nutrition and hydration is no different ethically or medically from the
withdrawal of other life-sustaining measures. They point out that the
withdrawal of other treatment, such as dialysis or artificial respiration,
also leads to the patient, and demands surgical intervention in some
cases.® Proponents of this position recognize that nutrition and
hydration provide without medical intervention are basic needs. They
assert, however, that air, provided by artificial respiration, is an
equally universal human need and cannot be distinguished.
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Among those who reject the distinction between artificial nutrition and
hydration and other treatment, some advocate that, like other
treatment, artificial nutrition and hydration cannot and should not be
imposed over the wishes of a competent patient.® Others focus on
the standard of proportionality and maintain that a competent
patient may appropriate course of medical treatment.®

While the Task Force recognizes the human significance of
providing artificial nutrition and hydration, and the emotional
Impact its withdrawal entails for some health care professionals,
it believes that these concerns do not outweigh the right of a
competent adult to have his or her wishes honored. In the vast
majority of cases, the decision to forego artificial nutrition and
hydration, whether the patient or by an appointed agent, will
occur in circumstances where the patient is permanently
unconscious or at the end stage of the dying process.

The Task Force recognizes that the issue may arise in other
contexts, as it did in the case of Elizabeth Bouvia, a 28-year old
quadriplegic woman with an extended life expectancy who
refused artificial nutrition and hydration. Circumstances like the
Bouvia case, while compelling both in terms of the personal
tragedy and the clash of principles they present, are extremely
rare. They undoubtedly will remain so and the Task Force
believes that they should be resolved on an individual basis. In
each case, the patient’s decision may reflect complex social,
psychological and personal circumstances. Those circumstances
must be identified in the context of a dialogue that explores the
financial, social, or medical support that could be provided to
create more acceptable life options for the individual. For
example, in the Bouvia case, Elizabeth Bouvia agreed to eat on
her own when other concerns had been addressed. She also the
sought the opportunity to live at home, rather than in a public
hospital facility.*

In any event, these cases are at the outer edges of our collective
social and medical experience. They must not serve as a guide
post to the formulation of public policy. The passion s and
concerns they
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raise will distort the public debate about the issue and shift the
focus away from the crucial question that must be addressed:
how will society respect the wishes of those who would want
artificial nutrition and hydration withdrawn to ease their dying
process or to release them from continued unconscious existence
without hope for recovery or cure?

Persons who believe that such wishes should always be denied
often assert that accommodating these wishes would be the first
step down a slippery slope toward euthanasia or the
inappropriate withdrawal of treatment from persons in our
society who are mentally disabled or otherwise especially
vulnerable. According to this view, once the withdrawal of
artificial nutrition and hydration is permitted under any
circumstances, it will lead to the devaluation of human life and
widespread abuse.

The Task Force believes that the right of competent adults to
decide for themselves applies to decisions about the withholding
and withdrawal of artificial nutrition and hydration. At the same
time, it recognizes that the value of patient autonomy must be
balanced with other important social concerns. In seeking to
achieve this balance, society must move forward with caution
and thoughtful concern.

Euthanasia

The distinction between “killing” and “letting die” has been the
subject of considerable debate. Although the debate is not new, the
moral significance of the distinction has been criticized more fre-
guently in recent years.

In this debate, the terminology used is often confusing. The word
euthanasia, from the Greek, originally meant “a good death.” In our
own time, however, it has been applied to the direct and painless
killing of an incurably ill person seeking relief from a protracted dying
process. Some authors distinguish between “active” or “positive”
euthanasia and “passive” or “negative” euthanasia.® In this
terminology, active or positive euthanasia refers to direct actions to
end a patient’s life—i.e., taking positive steps to bring about death
sooner than would otherwise be expected. “Passive euthanasia”
encompasses the planned omission of treatment that would normally
prolong the patient’s life. Some make a further distinction based on
whether the omission of treatment is morally acceptable.®® For the
sake of clarity, the Task Force prefers to avoid the active- passive
terminology and speak simply of “euthanasia” defined as measures to
bring about the patient’s death, as distinct from the “withholding or
withdrawal of life-sustaining treatment.”
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Those who deny the moral distinction between euthanasia and
the withdrawal or withholding of treatment focus on several
factors.3® They assert that the withdrawal of life-sustaining
treatment cannot be distinguished in principle from affirmative
steps to hasten a patient’s death because the intent, motive and
outcome are the same.*® They point out that, in both cases, the
person intends to cause the patient’s death, acts out of
compassionate motives, and causes the same outcome.** Some
maintain that euthanasia can, in fact, be dlstlngwshed only in
that it results in a more humane less palnful death.*?

Others disagree strenuously and note that there is a long
tradition of religious and moral wisdom that draws a line
between the two practlces They point out that the intention
and nature of the actions in both cases are complex and are not
essentially the same. In the one case, the person directly intends
to cause death and uses the means at his or her disposal to
achieve this end; in the other, the person arrives at a judgment
that certain forms of treatment are not morally obligatory or
medically appropriate and then directs that such treatment be
withdrawn or withheld, accepting but not intending the person’s
death caused by the underlymg illness.*

Advocates who support the distinction have also looked to
practical considerations, including differences in the cause of
death and the psychologlcal distinction between action and
omission.* Others assert that the difference is inextricably
related to the ethos of medical practice and cannot be overcome
without destroying the moral fabric of trust and respect for
human life at the core of the physician- patient relationship.*®
Finally, some proponents of the distinction acknowledge that
killing a person may be more humane than letting the person die,
when the latter would result in a painful and prolonged dying
process; they believe, however, that borderline, hard cases do
not justify overturnlng the prohlbltlon against the taking of
human [ife.#” Moreover, they focus on the potential
consequences of removing the distinction and argue that the
likelihood of abuse is too great When one human being is legally
permitted to take the life of another.*

The Task Force strongly believes that existing laws prohibiting
the taking of human life must not be modified. While the moral
distinction between assisting to die and withdrawing treatment is
hard to discern in certain cases, many Task Force members feel
that there are compelling religious and moral grounds for the
distinction. All the Task Force members believe that as a matter
of public policy the taking of human life must not be granted
legal sanction.
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The prohibition against killing has deep roots in our religious,
social and legal traditions. Prohibiting euthanasia affirms this
tradition and preserves the conception of medicine as a healing
profession. It also prevents the grave potential for abuse inherent
In any law that sanctions the taking of human life.

If one human being is legally permitted to take the life of
another, society will have changed its understanding of human
life. It will no longer see each person as inviolable and will have
embraced the assumption that one human being has the power of
life over another.

The Task Force recognizes that euthanasia would provide a less
painful, prolonged dying process for certain patients.
Nevertheless, it believes that compassion for these patients and
their plight cannot justify a change in public policy that will
allow one human being to kill another.
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Minority Report

Patient Autonomy and Societal Interests J. David Bleich

We believe these Truths to be self-evident, that all men are
created equal, that they are endowed by their Creator with certain
unalienable rights, that among these are Life, Liberty and the
Pursuit of Happiness.

—Declaration of Independence

The “unalienability” of which the Founding Fathers of this country
spoke refers not simply to a lack of capacity on the part of any
person or power to deprive man of any of these fundamental rights,
but also to self-alienation of such rights by the individual himself.
These rights are inherent in the moral condition of mankind and
hence man can no more divest himself of those rights than he can
divest himself of his humanity. Since freedom is inalienable, a con-
tract providing for the enslavement of an individual is null and void
ab initio. The British philosopher Thomas Hobbes similarly argued
that a contract requiring an individual not to thwart the taking of
his life even when that life becomes forfeit through due process of
law, e.g., by means of execution as punishment for a crime, is
devoid of either legal or moral significance.! The right to life is of
paramount moral significance and simply cannot be limited or
encumbered.

Common law categorized alienation of the right to life as a crime
— the crime of homicide. Criminalization of felo-de-se, i.e.,
suicide, was formalized in England by King Edgar in the year 967.°
In the middle of the thirteenth century, Henry de Brackton, the first
English legal writer to discuss suicide, wrote that self-destruction is
analogous to murder: “Just as a man may commit felony by slaying
another so may he do so by slaying himself.”® Thus, abnegation of
one’s own right to life, viz.,, suicide, was regarded as
indistinguishable from murder at common law. Since it was a
crime, suicide had to be punished even though the criminal had
effectively removed himself from the pale of the law. Since
execution was impossible (and even if feasible, execution would
hardly have been regarded as an appropriate punishment or have
served as a deterrent) the prescribed punishment consisted of (1)
denial of burial rights and of interment in consecrated ground; (2)
branding the body with “marks of ignominy,” e.g., a stake driven
through the body and a stone placed over the corpse which was
then buried at a cross-roads; and (3) forfeiture of goods and
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chattels.* Although comparable sanctions were never widely
adopted in this country, nevertheless, at Ieast three states still
consider suicide a crlme or an immoral act.> Some states forbid
attempted suicide® while criminal sanctions under case or
statutory law for aiding and abettlng suicide are widespread and
exist in the vast majority of states.’

The law ascribes criminal liability for causing the death of
another not only when an overt act of aggression is involved but
also when death is the result of withholding the necessities of
life. e.qg., food, drink, or medication. Thus, in Commonwealth v.
Korn?, a woman was held criminally liable for removing insulin
from a refrigerator, hiding it and thereby causing the death of
her diabetic husband. Similarly, suicide, although primarily a
crime of commission, can at times be committed by means of an
act of omission. This principle was, clearly affirmed by a New
Hampshire court several years ago.® It follows that suicide, the
crime of felo-de-se, is attendant upon causing one’s own death
by starvation or dehydration. Criminal sanctions provided by
law for aiding and abetting a suicide would similarly apply in
instances of passive suicide.

Suicide and Personal Autonomy

The classification of suicide as a felony in common law may
appear to be antithetical to the common law right to bodily self-
determination as well as the recently developed notion of a
constitutionally protected right to privacy. The classic and
frequently quoted formulation of the self-determinism doctrine
is that of Justice Bemamln N. Cardozo in Schloendorff v. Society
of New York Hospital:*

In the case at hand the wrong complained of is not
merely negligence. It is trespass. Every human being
of adult years and sound mind has a right to determine
what shall be done with his own body; a surgeon who
performs an operation without his patient’s consent
commits an assault, for which he is liable in
damages.”

There is, to be sure, a fundamental tension between an
individual’s right to liberty and the denial of his right to
terminate his own life. Perhaps the simplest resolution of that
dilemma is suggested by the philosopher most intimately
associated with advocacy of libertyv and personal autonomy,
John Stewart Mill. In his essay On Liberty, Mill argues that
commission of an act which forecloses anv future eniovrnent of
liberty beyond that single act cannot be justified on libertarian
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arounds. In sellina himself as a slave a person abdicates his
libertv. Hence. araues Mill. the principle of freedom cannot
require that a person should be free not to be free: “It is not
freedom to be allowed to alienate...freedom.”’!" A person cannot
invoke a riaht to libertv as iustification for beina permitted to
dispose of his own life. Libertv cannot exist as a transcendental
ideal: libertv is meaninaful onlv as an attribute of a subiect.
Destruction of a human life isinso facto destruction of all the
attributes of that life. Hence. to uphold the riaht to suicide in the
name of libertv is illusorv and even selfcontradictorv for it
assimilates into an araument for the riaht to invoke libertv the
means to abrooate and extinauish that verv same libertv. There
is indeed an inherent ironv in a claim of a right to destroy the
life from which all rights flow."

Of direct legal significance is the fact that the liberty given
constitutional protection by the Fourteenth Amendment is by no
means absolute. Governments retain powers of sovereignty
vaguely termed "police powers” relating to the safety, health,
morals and general welfare of the public. Enjoyment of both
property and liberty are subject to such reasonable conditions as
may be imposed by the State in the exercise of its police powers.
Courts have long recognized that the Fourteenth Amendment
was not designed to interfere with the exercise of such powers.'*

The interest of the State in preventing suicide was first
articulated in a sixteenth-centurv British case, Hales a
Petit."" In his decision in Hates, Justice Dyer enumerated a
number of different and diverse objections to suicide. For
purposes of American jurisprudence the crucial consideration is
that suicide is “[ajgainst the King in that hereby he has lost a
subject...one of his mystical members.”"” Suicide may be
prevented—and punished—by the King because it constitutes
interference with his rights as monarch. The notion that suicide
constitutes interference with the prerogatives of the monarch
was accepted by Blackstone who, in his Commentaries,
states that “[T]he suicide is guilty of a double offense; one
spiritual in evading the prerogative of the Almighty and rushing
into his immediate presence uncalled for; the other temporal,
against the King, who hath an interest in the preservation of all
his subjects....”*" The common law notion of preservation of life
as a monarchical prerogative has been transformed in American
legal theory law into an inherent function of government. Thus
Thomas Jefferson wrote, “[T]he care of human life and
happiness, and not their destruction, is the first and only
legitimate object of good government.”** In an early American
case,
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a Massachusetts court noted that “[t]he life of every human
being is under the protection of the law and cannot be lawfully
taken by himself, or by another with his consent, except by legal
authority.”*°

The function and purpose of government is the ordering of a
social structure in which individuals may maximally achieve
their desires and aspirations. In order to exercise their rights in
achieving those goals, members of society permit other rights to
be limited or curtailed to the extent that it becomes necessary to
do so in order to preserve the social fabric without which all
rights are rendered meaningless and nugatory. Prevention of
suicide, even by force if necessary, is rooted in the firmly
established doctrine that individual rights, whether rooted in
common law or constitutionally guaranteed, may be abrogated
in the face of a countervailing state interest.

The State interest in preventing suicide is multi-faceted but
clearly definable. The decision in Hales posited a monarchical
interest in not being deprived of an economically functioning
individual. To phrase the same concept in other terms: a suicide
has already taken full advantage of the benefits bestowed by the
community but seeks to shirk his own duties to the same
community. The State enjoys an interest in the productivity of
each of its citizens; only by assuring his or her life and well-
being can the State reap the benefits of that person’s labor. A
closely parallel interest is the State’s need of healthy citizens to
assure its security and defense. Although earlier common law
sources fail to declare explicitly the King’s interest as lying in a
need for citizens to serve in his armies or in a need for their
services as procreators of soldiers to defend the realm, one New
York decision declares that the State interest in preserving the
life of each of its citizen is associated, inter alia, with its need
for citizens capable of bearing arms. Thus, in People v.
Carmichael,!" the court noted that it is in the interest of the State
to have strong, robust, healthy citizens, capable of self-support,
of bearing arms, and of adding to the resources of the country.
Accordingly, the court held that legislation requiring the
wearing of a protective helmet for the self-protection of
motorcycle drivers was a valid purpose of leaislative action
under the police power of the State. In State v. Congdonf a New
Jersey court held that the state could impose criminal sanctions
on individuals who refuse to take cover during an air raid drill,
declaring that, “the basis of the State’s police power is the
protection of its citizens. This protection must be granted
irrespective of the fact that certain individuals may not wish to
be saved or protected.”?2
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Hales identifies yet another State interest in declaring that
suicide is an offense against the King in that “the King, who has
the government of the people, [takes] care that no evil example
be given them.”? Killing invites imitation; therefore, self-
destruction serves as an “evil example” encouraging emulation
by other susceptible members of society. Suicide “infringe[s]
upon the King’s peace” because a suicide is not an isolated
individual act.?®> The harm is not really to the King as an
individual but constitutes an offense against society because of
potential harm to others. If openly permitted, suicide diminishes
commitment to the preservation of life and compromises the
State’s interest in preserving respect for life which constitutes
the fundamental underpinning of the social fabric.

There are indeed many limits upon an individual’s right to
privacy and bodily autonomy based upon potential harm to
others. The right to an abortion ceases at the beginning of the
third trimester when the fetus becomes independently viable.?®
Despite the right of every individual to control his own person,
there may be an exemption for intimate examination of a
condemned woman to determine if she is pregnant in order to
guard against the taking of the life of an unborn child for the
crime of the mother.?® A stop and frisk by policemen on the
street may be reasonable despite the severe intrusion upon
bodily security.?” Similarly, a person may be forced to submit to
a vaccination in order to protect the community from disease.?®
Likewise, a blood sample may be forcibly extracted from a
person arrested for drunken driving.?® Accordingly,

[t is evident that the right to privacy does not include
the right to commit suicide....” Only personal rights that
can be deemed “fundamental” or ‘implicit in the concept
of ordered liberty...are included in this guarantee of
personal privacy (Roe v. Wade, 410 U.S. 113, 152). To
categorize a person’s self-destructive act as entitled to
that constitutional protection would be ludicrous.*

The State’s power to prevent suicide is beyond question. Indeed,
one case raising a constitutional challenge to an attempted
suicide statute was dismissed for want of a substantial federal
question.®!

Given the fact that, as noted earlier, no distinction can be made
between acts of omission and acts of commission with regard to
either homicide or felo-de-se, so long as the State may assert a
sufficiently compelling interest in preservation of the person in
question, it may compel the patient to accept medical treatment
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for the preservation of that life, at least when there can be no
dispute regarding either the necessity or efficacy of the proposed
treatment. As succinctly stated by Judge SkeIIy erght inInre
President and Directors of Georgetown College!:

[W]here attempted suicide is illegal by the common law
or by statute, a person may not be allowed to refuse
necessary medical assistance when death is likely to
ensue without it. Only quibbles about the distinction
between misfeasance and nonfeasance, or the specific
intent necessary to be guilty of attempted suicide, could
be raised against this latter conclusion.®®

Limitations Upon the State’s Power

Although decisions of some courts in other states may perhaps
be construed as having seriously eroded the State’s right to
prohibit suicide by means of refusing medical treatment, there is
no decision in the State of New York which should be construed
as establishing an absolute right to refuse treatment. Most courts
have adopted an approach requiring the balancing of the State’s
interest against the right of every individual to autonomy vis-a-
vis his own person. In a medical context, the balancing of those
interests requires an assessment of factors such as longevity as
well as assessment of the quality of life to be protected. Thus, in
In re QuinlanMthe New Jersey Supreme Court declared,

We think that the State’s interest contra weakens and the
individual’s right to privacy grows as the bodily invasion
increases and the prognosis dims. Ultimately there
comes a point at Wthh the individual’s rights overcome
the State interest.*®

The entirely cogent premise underlying the Quinlan approach is
that, as stated in Georgetown, there is no fundamental
distinction between refusal of medical treatment and refusal of
other life-sustaining necessities and that freedom to refuse
treatment is far from absolute. Hence, whenever the State’s
interest is deemed paramount, it must prevail over
considerations of personal autonomy with the result that, when
the State’s interest in sustaining life of a particular quality is to
be regarded as dominant, medical treatment may be
commanded. Thus, in In re Storarf although the New York
Court of Appeals affirmed the right of a terminally ill patient to
refuse treatment, it pointedly noted that such a holding should
not be construed as an affirmation of a general right to terminate
one’s life.%
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It is indeed true that in two New York cases the courts have refused
to order treatment on behalf of competent adult patients who
refused life-saving medical intervention despite the fact that, if suc-
cessfully undertaken, the patients would have been restored to nor-
mal, healthy and productive lives. In Erickson v. Dilgard" the
court refused to compel a patient to undergo a blood transfusion in
conjunction with an operation for gastrointestinal bleeding, stating
that “it is the individual who is the subject of a medical decision
who has the final say and that this must necessarily be so in a
system of government which gives the greatest possible Jarotection
to the individual in the furtherance of his own desire.”* Erickson
involved a situation in which a competent, conscious, adult patient
was admitted to a county hospital suffering from intestinal
bleeding. An operation was suggested, to be accompanied by a
transfusion designed to replace lost blood. The transfusion was
deemed necessary in order “to offer the best chance of recovery" in
that “there was a very great chance that the patient would have
little opportunity to recover without the blood.”*® The patient
consented to the operation but refused the transfusion. In seeking
an order to compel the transfusion, the superintendent of the
hospital stated that the refusal represented the patient’s calculated
decision. The court noted:

The county argues that it is in violation of the Penal Law
to take one’s own life and that as a practical matter the
patient’s decision not to accept blood is just about the
taking of his own life. The court [does not]
agree...because it is always a question of judgment
whether the medical decision is correct...[l]t is the
individual who is the subject of a medical decision who
has the final say..."

Erickson has been heralded by some as guaranteeing a competent
patient the right to die under any and all circumstances. This, how-
ever, is a gross misreading of the Erickson decision. Erickson is not
a “right to die” case; it is a case regarding the patient’s right to
determine the efficacy and appropriateness of a proposed protocol
of treatment. A careful reading of Erickson leads to a recognition of
three points which make this conclusion inescapable. The court
explicitly denied that the patient was unquestionably in extremis. It
was the county’s contention that the patient’s decision not to accept
blood was tantamount to a decision to take his own life but “the
court [does not] agree... because it is always a question of judgment
whether the medical decision is correct',’* i.e., the court did not
agree that refusal of blood represented an imminent danger of
death. Although the odds for survival of the operation without a
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transfusion were poor and transfusing the patient offered the “best
chance” for recovery, the procedure might indeed have been suc-
cessful without a transfusion. Thus refusal of a blood transfusion
was not the functional equivalent of acceptance of death. Finally,
and most significantly, every blood transfusion represents a trade-
off between the risk inherent in loss of blood against the novel
risks introduced by the transfusion itself, as well as the possibility
that the transfusion might prove to be totally inefficacious. The
balancing of these risks is also part of the “judgment whether the
medical decision is correct.” Whenever such risks must be
weighed, whenever such decisions must be made, “it is the
individual who is the subject of a medical decision who has the
final say.”*® As one legal scholar has categorized this decision:
“Whether these conclusions of the court were medically correct is
irrelevant. They are the premises of the opinion.”** Since the
patient was not in extremis and the proposed treatment was not
regarded as absolutely necessary and, in addition, carried with it no
guarantee of success, a question of “a right to die” does not arise.*
The case was resolved on the basis of the firmly established
principle that the patient has the right to make all necessary
decisions regarding the efficacy, wisdom and choice of his own
treatment. It is this principle—-and only this principle—that was
definitively enunciated in Erickson.

Another case frequently cited in this context is In re Melideo.* In Melideo
the court refused to compel a life-saving transfusion necessitated by a uterine
hemorrhage subsequent to a diagnostic dilation and curettage. The court
stated,

[T]he patient is fully competent, is not pregnant, and has no
children. Her refusal to submit to a blood transfusion even
though it may be necessary to save her life, must be upheld.*’

However, in Melideo, the patient sought to decline the transfusion
on religious grounds. Thus, the issue was not simply that of a right
to privacy, but of a First Amendment right of Free Exercise.

Neither the constitutionally protected right to privacy nor the right
to Free Exercise as applied to religious practices is absolute. Even
the privacies explicitly protected by the Constitution are not
absolute. The public good permits searches and seizures with a
warrant and, “if reasonable,” on probable cause even in the absence
of a warrant. Self-incriminating testimony can be compelled if the
witness is given immunity from prosecution.*® However, a far more
stringent standard is imposed for the setting aside of a Free
Exercise privilege than for overcoming a right to privacy.
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It is a well-established principle of constitutional law that not all
rights are equally protected. Of the constitutionally protected
rights, those guaranteed by the First Amendment occupy a
“preferred position.”™*® Free exercise of religion can be
compromised only in the face of a compelling State interest.
Although there is as yet no definitive standard for justification of
abrogating a right to privacy, it seems dear that the right to privacy
is subservient to the realization of legitimate State interests that fall
short of the compelling interest standard.®® In a long series of
decisions, courts have refused to order blood transfusions save in
cases involving the State’s compelling interest as parens patriae in
order to safeguard the welfare of children, to save the life of a
mother of young children or of a pregnant woman. Accordingly,
the Court in Melideo carefully predicated its decision upon the
consideration that “where there is no compelling state interest
which justifies overriding an adult patient’s decision not to receive
blood transfusions because of religious beliefs, such transfusions
should not be ordered.”®! Absent such a belief and the concomitant
assertion of a free exercise claim, the court would have had no
hesitation in ordering the transfusion.>2

There is, on the contrary, one New York case which affirms the
State’s interest in preservation of life as overriding the patient’s
constitutional right to privacy. Von Holden v. Chapman involved a
prisoner, Mark Chapman, the convicted killer of John Lennon, who
attempted to starve himself to death and invoked a constitutional
right of privacy in support of his right to do so. The Court held that
“the obligation of the State to protect the health and welfare of
persons in its care and custody, its interest in the preservation of
life and its interest in maintaining rational and orderly procedures
in its institutions, are countervailing considerations of such
importance as to outweigh any claimed right of appellant.”® It is
clear that the Court regarded each of those considerations as
independently sufficient, in and of itself, to affirm the State’s right
to intervene. Thus, the court declared:

Even overlooking the fact that Chapman’s status as a prisoner
severely delimits his constitutional privileges.., it is self-evident that
the right to privacy does not include the right to commit suicide. For,
as has been repeatedly stated, “only personal rights that can be deemed
‘fundamental’ or ‘ implicit in the concept of ordered liberty’-... are
included in this guarantee of personal privacy.” To categorize a
person’s self-destructive acts as entitled to that constitutional
protection would be ludicrous.**
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Assertion of a State Interest

Although the State can derive no “benefit” from a non-sapient
patient in a terminal condition, it nevertheless does maintain an
interest in: (i) preserving respect for all human life lest disregard
for the life of a non-sapient terminal patient engender debasement
of all human life and (ii) permitting and encouraging health care
professionals to provide life-sustaining care for all patients lest
their professional and ethical sensitivities be dulled with resulting
deleterious effects upon their ministration to other patients
entrusted to their care. These concerns, which apply so strongly in
cases of attempted suicide on the part of competent adult patients,
have even greater force when related to the terminally ill because
of the latter’s vulnerability and helplessness. The concern for the
interests of the physicians and the hospital were clearly recognized
in John F Kennedy Memorial Hospital v. Heston.>® Similarly, in
United States a George®®, the Court declared that “the doctor’s
conscience and professional oath must be respected” and
accordingly refused to permit the withholding of a blood
transfusion labeling such a course of action as ‘“amounting to
medical malpractice.”®’ Unfortunately, those concerns have not
received the judicial attention they deserve. Given the prevailing
climate of opinion, there is scant chance that those considerations
will figure siS%nificantIy in either ongoing judicial or legislative
deliberations.” But it is crucial to the preservation of the moral
sensitivities of society that those State interests which have
received judicial recognition not be eroded or compromised.
Specifically, society-through its judiciary and legislature—should
not sacrifice its interest in preserving respect for human life by
permitting untrammeled renunciation of medical treatment in
circumstances in which the State’s right to intervene has been
clearly defined, i.e., in circumstances in which the quality of life to
be preserved meets the judicially defined threshold of State interest.
This view of the State’s interest and obligation is best expressed in
John F. Kennedy Memorial Hospital v. Heston.>® In Heston the
court held that:

If the State may interrupt one mode of self-destruction
[suicide], it may with equal authority interfere with the others. It
is arguably different when an individual, overtaken by illness,
decides to let it run a fatal course. But unless the medical option
itself is laden with the risk of death or of serious infirmity, the
State’s interest in sustaining life in such circumstances is hardly
distinguishable from its interest in the case of suicide.®
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As stated by Justice Nolan in his dissenting opinion in Brophy v. New
England Sinai Hospital, “Suicide is direct self-destruction and is
intrinsically evil. No set of circumstances can make it moral.”®

The selfsame concerns apply a fortiori to withholding of nutrition and
hydration from even the terminally ill. Resolution of the debate regarding
categorization of such measures as “treatment” or “care” is, in itself,
specious insofar as the State interest is concerned. The crucial issue is
that the debate itself and the moral shock elicited from many at the
prospect of societal approval of withholding such measures demonstrates
the inevitable effect of such approval upon society at large. Popular
perception of food and water as needs more basic than medicine and their
administration as inherently non-medical in nature is self-validating
insofar as State interest is concerned.

In no less than four recent cases New York courts have wisely denied
requests to withhold artificial nutrition. In Vogel v. Forman®] Justice
Alfred Robbins refused to allow a feeding tube to be removed from a
patient who, although not terminally ill, was in a vegetative state
following a stroke. Justice Robbins remarked that it is “inconceivable that
the concept of death by starvation shall be embraced and established as a
policy of this state” and declared that “our humane society has not yet
embraced a concept of sympathetic euthanasia.”®* In another case, Delia
v. Westchester County Medical Center Justice Anthony Cerrato refused
to approve removal of a feeding tube from a patient in a similar condition
despite “clear and convincing” evidence that the patient would not have
wanted his life prolonged under such circumstances. Justice Cerrato
observed that to do so would only involve the courts in a yet
unsanctioned broad scale policy of euthanasia.* Yet another case, In the
Matter of Mary

‘During the interval between submission of this material and its final printing, Justice Cerrato’s
decision in Delio has been reversed by the Appellate Division, Second Department. Matter of
Delio, N.Y.L.J., June 4, 1987 at 1, col.6. The Appellate Division has ruled that termination of
artificial nutrition and hydration in accordance with the known wishes of the patient may be
sanctioned “in cases involving a person existing in a chronic vegetative state with no hope of
recovery.” This was rapidly followed by an even more permissive ruling by Justice Edward
Conway in Matter of Brooks, N.Y.L.J., June 16, 1987 at 1 (Sup. Ct., Albany Co.). Despite the fact
that the decision of the appeals court in Delio was limited to (1) withholding of artificial nutrition
and (2) withholding of such nutrition only from a patient in a chronic vegetative state with no
hope of recovery, Justice Conway felt “bound” by the Delio decision to permit a mentally
competent nursing home patient not afflicted by a terminal illness to refuse food in order to
starve herself to death. This writer remains convinced that the interest of the State in preventing
suicide and euthanasia is sufficiently strong to warrant prohibition of withholding nutrition and
hydration. These recent judicial decisions serve to underscore the need for appropriate legislation
in this area
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Chetta“ involved an 82 year old stroke victim who had been main-
tained on a nasogastric tube for 39 months and who was described
as being in a persistent vegetative state. Despite “clear and
convincing evidence” that the patient would have desired the
removal of the feeding tube, Justice Becker, citing both Delio and
Vogel, refused to sanction what he characterized as “death by
starvation." The most recent case, Workman's Circle Home and
Infirmary for the Aged v. Fink®, involved a terminally ill patient
who had been semi-comatose for two and a half years, and, at the
time the decision was issued, also suffered from pneumonia.
Despite a finding of clear and convincing evidence that the patient,
when competent, had left instructions to terminate “any life-
sustaining procedure when there is no hope of recovery,” Justice
Tomkins refused to permit withholding of intravenous feeding or
antibiotics.

Acceptance of the “right” to withdraw life-sustaining necessities
from the terminally ill would constitute acceptance of a debasement
of the value of human life as directly and as brutally as is inherent
in condoning more conventional forms of suicide. Just as the court
in Hales recognized that failure to criminalize suicide would result
in debasement of the value of human life in the eyes of the public,
so should our society recognize that, at the current juncture of
human history, the inevitable effect of societal sanction for
withholding of nutrition and hydration in the name of individual
autonomy would be the erosion of the cardinal value of human
life—a value recognized and cherished as the hallmark of every
civilized society.

Every human life—without exception — is endowed with sufficient
value to be worthy of the State’s protection. Failure to protect any
human life is to deny the dignity of all human life. As stated by Justice
O’Connor in Brophy v. New England Sinai Hospital:

Even in cases involving severe and enduring illness, dis-
ability and “helplessness,” society’s focus must be on life,
not death, with dignity. By its very nature, every human
life, without reference to its condition has a value that no
one rightfully can deny or measure. Recognition of that
truth is the cornerstone on which American law is built.
Society’s acceptance of that fundamental principle explains
why, from time immemorial, society through law has
extended its protection to all, including, especially, its
weakest and most vulnerable members.5®
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two other teenagers who had almost succeeded in committing suicide in
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18, 1987, at Al, col. 2. Another similar incident is reported in The New York
Times, March 14, 1987, at 30, col. 2.
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Although rights secured by the First Amendment are for the first time
accorded a preferred position vis-a-vis other rights in the Marsh
decision, the phrase “preferred position" has long been used to
describe the freedom specified by the First Amendment. The phrase
was first used in the dissent of Chief Justice Stone in Jones v. Opelika,
316 U.S. 584, 600, 608, (1942). It reappears in Murdock v. Pennsylvania,
319 U.S. 105, 115 (1943); Prince v. Massachusetts, 321 U.S. 158, 164,
(1944); Marsh v. Alabama, 326 U.S. at 509; Saia v. New York, 334 U.S.
558, 562 (1948); Kovacs v. Cooper, 336 U.S. 77, 88 (1949). Cf. Kovacs,
336 U.S. at 93 (Frankfurter, J., concurring) and id. at 106 (Rutledge, J.,
dissenting).

50. See, e.g., Wyman v James, 400 U.S. 309 (1971) (home visit by
caseworker in conjunction with dispensation of AFDC program is not
an unwarranted invasion of personal privacy).

86 Misc.2d at 975, 390 N.Y.S. 2d at 524 (emphasis added). This
statement should not be construed as conferring legal sanction upon
all forms of suicide when based upon an assertion of a Free Exercise
claim. The Supreme Court in Reynolds v. U.S., 98 U.S. 145, 166 (1878),
in an early formulation of the notion of a compelling state interest,
queried rhetorically, “[I]f a wife religiously believed it was her duty to
burn herself upon the funeral pyre of her dead husband, would it be
beyond the power of the civil government to prevent her carrying her
belief into practice?” Presumably, the Melideo court regarded benign
neglect of not ordering a blood transfusion as below the threshhold
that would compromise a compelling state interest, perhaps because
of the passive nature by which the life would be lost, perhaps because
the patient might have died in any event either because of blood
incompatibility or because of the underlying medical problem,
possibly because, in the court’s estimation, omission of a procedure of
such nature would not be perceived as a blatant denigration of the
value of life, or possibly because of a combination of these
considerations. But see Morrison v. State, 252 S.W.2d 97, 103 (Mo. App.
1952), which entertains the possibility that a “religious zealot” may
have the right to fast until death. Nevertheless other courts have ruled
that the State may prohibit the handling of poisonous snakes in
religious ceremonies even though the danger is limited to only the
willing participants. Hull v. State, 38 Ala. App. 404, 88 So. 2d 880, cert,
denied, 38 Ala. 697, 88 So. 2d 887 (1956); Lawson v. Commonwealth,
291 Ky. 437, 164 S.W.2d 972 (1942). Similarly, in People v. Woody, 61
Cal. 2d 716, P.2d 813, 40 Cal. Rptr. 69 (1964), although a state statute
prohibiting the use of peyote was held to be unconstitutional as
applied to members of a religious sect which used the drug in its
ceremonies, the court implied that had the State shown the substance
to be injurious to the morals and health of the practitioners,
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curtailment of the religious practice would have been justified. In
Quinlan the court rejected the plaintiffs argument that the right to die
is a religious belief protected by the Free Exercise Clause by drawing
the familiar distinction between religious belief and religious practice.
355 A.2d at 647.

51. Nor does People v. Robbins, 83 A.D.2d 271, 443 N.Y.S.2d
1016 (1981), support the proposition that a patient is always free to
refuse life-saving intervention. In Robbins, the court ruled that a
husband was not guilty of criminally negligent homicide in not
summoning medical attention for his wife who declined such
assistance. The court did indeed cite Storar in such a context
without acknowledgment of the fact that Storar involved a
terminally ill patient but only in support of its holding that “[I]t
would be an unwarranted extension of the spousal duty of care to
impose criminal liability for failure to summon medical aid for a
competent adult spouse who had made a rational decision to
eschew medical assistance.” Although not emphasized in the
court’s holding, Mrs. Robbins declined treatment on religious
grounds and, presumably, the court would have had little
difficulty in affirming her right to do so on Free Exercise grounds.
Nevertheless, even were the patient not capable of asserting a right
against which State interest would not prevail, refusal of treatment
is certainly recognized in Robbins as extinguishing the spousal duty
of care. That holding is entirely cogent and does not mitigate the
State’s right to compel treatment. The State’s interest and right in
pre-serving life does not generate a concomitant duty devolving
upon the spouse since spousal duty is a duty to the spouse rather
than to the State.

52. 87 A.D. 2d at 66-67. An identical ruling was issued by a
New Hampshire court in In re Caulk, 125 N.H. 225, 480 A.2d 93
(1984), in a case involving similar facts. In Caulk a prisoner was not
allowed to starve himself to death because the State’s interest in
preservation of life was held to take precedence over the
individual’s constitutional rights.

53. Id. at 68 (citations omitted).

54. 58 N.J. 576, 279 A.2d 670 (1971).
55. 239 F. Supp. 752 (D.Conn. 1965).
56. Id. at 754.
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the medical profession grounds for countermanding refusal of
life-saving treatment).
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Part Two
The Health Care Proxy:

Recommendations and Proposed
Legislation
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Introduction

In recent years, there has been a ground swell of support for
allowing individuals greater control over medical
technologies used at the end of life. Often described as the
“right to die” or the right to “death with dignity,” it is a
right long-recognized in our legal and medical traditions—
the right of informed consent and its corollary, the right to
refuse treatment. Although well-established in theory, this
fundamental right is often relinquished in practice because
the patient lad%s the capacity to exercise the right at the
critical time decisions must be made.

Two legal instruments have been created to assure that a
Eerson’s health care choices are respected after the person
as lost decision-making capacity. Those vehicles are “living
wills,” specifying health care instructions, and “durable
Eowers of attorney,” or other documents appointing a
ealth care agent or surrogate to make decisions on a
person’s behal%

In New York State, and elsewhere, the need for policies that
protect the individual’s participation in decisions about the
dying process has been widely recognized. Public opinion
polls have shown steady and overwhelming suEport for
allowing persons the right to forego treatment at the end of
life.! At present, over 80,000 people in New York State have
sitgned living wills to exercise this right, even in the absence
of legislative recognition of the documents.?

The Task Force concluded that a mechanism for decisions
about more routine treatment for persons without decisional
ciﬁacity is also urgently needed. Without policies to
enhance the decision-making process for adults without
capacity, highly effective, beneficial treatment is delayed for
some patients, while others are maintained on life-support
systems, perhaps indefinitely, in violation of their strongly
held beliefs and wishes.

The Task Force studied these issues and the alternatives for
responsive public policy. Part Two of this Report describes
the Task Force's recommendations for legislation permittin
the appointment of a health care agent and the ethical, lega
and medical considerations underlying those
recommendations. The legislative proposaf, appears as
Appendix A to this Report.

73



Footnotes

1. See discussion, pp. 5-6.

2. Saunders v. State, 129 Misc. 2d 45, 492 N.Y.S.2d 510 (Sup. Ct,
Nassau Co. 1985).
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IV. Making Decisions in Advance—
The Living Will and
Health Care Proxy

Two kinds of instruments, referred to as “advance directives,” have
been developed to enable persons to retain some control over health
care decisions after they have lost the capacity to participate directly
in the decision-making process: (i) written instructions about treat-
ment, and (i1) the appointment of a person, often called an “agent” or
“surrogate,” with the authority to make health care decisions on the
person’s behalf.

Living Wills

A living will is a document that contains a person’s instructions about
treatment, to be followed in the event the person becomes incapable
of making treatment decisions directly.* While living wills may spec-
ify a person’s preferences about a range of health care matters, they
usually relate solely to wishes about life-sustaining treatment.

When expressed in a living will or other form, the written wishes of a
person no longer competent may provide valuable guidance to family
members and health care providers. A living will instructs the family
about a person’s wishes and eases the burden of making difficult
decisions. It may also constitute the informed consent needed by
health care providers and protect them from civil and criminal
liability when they terminate life-support systems in accordance with
a patient’s wishes.?

The guidance offered by living wills, however, does not necessarily
remove all doubts about a person’s wishes.® By their very nature,
living wills cannot embody contemporaneous decisions; they are
written in advance of the time when treatment decisions must be
made. Thus, they do not represent an informed choice among alter-
natives in the immediate circumstances. Moreover, the language of
living wills is often general, leaving it unclear how the patient’s
wishes should be applied to a particular decision. Many living wills
express a decision to forego “extraordinary” or “heroic” measures.*
Such terms are relative; their interpretation may be entirely subjective
or dependent upon an evaluation of the patient’s condition in light of
the proposed treatment. For example, cardiopulmonary resuscitation
may not be “heroic” for an otherwise healthy person who suffers an
arrest during surgery. In contrast, even the provision of antibiotics
might be considered “heroic” for a terminally ill person at the end
stage of the dying process.
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Initially developed to provide guidance to health care providers
and family members, living wills increasingly have been relied
on as legal documents to establish the rights of patients and
define the legal obligations of health care providers.®> Two basic
questions about the legal significance of the documents have
arisen: (i) can health care providers be liable for terminating
treatment in accordance with the wishes expressed in a living
will, and (ii) are health care providers obligated to follow the
preferences stated?

In response to this uncertainty, many states have enacted
legislation to clarify the circumstances under which living wills
are valid and to determine the rights and obligations afforded
patients and health care providers under the documents.
California was the first state to pass such legislation in 1976.5 As
of March 1987, 37 other states and the District of Columbia had
passed laws referred to as “living will” or “natural death”
legislation.’

No such legislation has been enacted in New York, although
related bills have been introduced in the Legislature since 1977.8
Judicial decisions in New York, however, provide legal support
for the use of and reliance upon living wills. As discussed
previously, the Court of Appeals, in Eichner v. Dillon, held that
life-sustaining treatment could be withdrawn based on “clear and
convincing evidence” that the withdrawal of treatment was
consistent with wishes expressed bgy the patient, prior to the
patient’s loss of decisional capacity.” In the Eichner case, those
wishes had been expressed orally several years earlier.

A written statement such as a living will would provide even
more reliable evidence of the person’s wishes. Nonetheless,
following the Eichner case, the form and content of wishes that
would constitute the “clear and convincing” evidence required in
Eichner remained unclear.

In 1985, a lower court in New York addressed this question in
Saunders v. State of New York.” in that case, a competent 70
year- old woman with a progressive terminal illness sought a
court order requiring health care professionals to honor her
living will in the event she subsequently lost decision-making
capacity The court held that if Ms. Saunders later became
incapacitated the wishes expressed in the living will would serve
as informed medical consent for the withholding of life-
sustaining treatment. The court also recognized that such consent
would protect health care providers from liability if they
followed those wishes in good faith.!
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When the Task Force began to examine this issue, it was clear that
uncertainty about living wills remained and that the response of
health care providers in New York State to living wills diverged
widely. The Task Force distributed a questionnaire to hospitals and
nursing homes in the State to assess the range and patterns of
responses to living wills.

The questionnaires were sent to all members of the New York State
Hospital Association, which comprise approximately 89% of the 268
hospitals in the State. A similar questionnaire was sent to 622 nursing
homes, reaching virtually all skilled nursing facilities in the State.
One hundred thirty-nine $58%) of the hospitals and 196 of the nurs-
ing homes (32%) replied.'?

The questionnaire asked how hospitals and nursing homes respond to
living wills generally and the specific conditions which must be met
before a living will would be honored. Sixteen percent of the
hospitals and 27% of the nursing homes responded that they would
honor living wills. Another 45% of the hospitals and 27% of the
nursing homes said that they would honor them under some circum-
stances. Twenty-nine percent of the hospitals and 17% of the nursing
homes answered that they would not honor living wills; 10% of the
hospitals and 29% of the nursing homes indicated that they did not
have a policy on living wills.*®

Although these figures suggest that a significant number of hospitals
and nursing homes will abide by the wishes expressed in a living
will, further inquiry revealed that those facilities that accept living
wills do so only under limited circumstances. Of the facilities which
indicated that they honor living wills under some circumstances, 69%
of the hospitals and 61% of the nursing homes do not honor wishes
expressed in a living will unless the patient affirms those wishes
during hospitalization. Sixty-four percent of those hospitals and 68%
of the nursing homes do not comply with a living will if the attending
physician objects, while 57% of the hospitals and 53% of the nursing
homes do not proceed in the face of opposition by the patient’s
family. Finally, 34% of the hospitals and 38% of the nursing homes
do not honor wishes expressed in a living will unless those wishes
name the specific treatments to be withheld.**

The questionnaire thus reveals that, despite clear legal support, many
hospitals and nursing homes are reluctant to honor the wishes
expressed in a living will, unless a panoply of other conditions are
met. Those conditions, especially the requirement that patients affirm
the wishes expressed in a living will during hospitalization,
undermine the usefulness of the documents for patients.
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Appointment of a Health Care Agent

Individuals may also seek to control decisions about health
care alter they have lost capacity by a%pointing another
person to act as their agent or surrogate. The appointment of
an agent or surrogate enables someone chosen by the
patient to artici]]:ilate in the decision-making process in the
patient’s place. The agent is fully informed by the patient’s
plcliysician, has access to all relevant information, and makes
a decision on the patient’s behalf.1s

Appointment of a health care agent responds to the two
essential questions facing family members and health care
providers when a patient lacks decision-making capacity:
who decides and on what basis should the decision be
made? By responding directly to the first question, the
agpointment of an agent avoids uncertainty and conflict
about which family member or other person close to the
patient should speak for the patient.

Individuals who designate an agent have the opportunity to
inform the agent, in writing or orally, about their treatment
preferences. Written instructions can be included in the
document apﬁointing the agent, in a living will, or in some
other form. The value of such instructions is enhanced since
the agent is available to ensure that those decisions are
carried out or to interpret them in light of unanticipated
circumstances.

Appointment of a health care agent avoids the difficulty,
inherent in the use of living wills, of trying to anticipate
future medical circumstances and make treatment choices at
a time which may be far removed from the actual events.
Guided by the patient’s general preferences and specific
directions, an agent makes a contemporaneous decision,
based on all available information about the patient’s
prognosis, treatment alternatives and anticipated outcomes.

Finally, appointment of a health care agent provides a
vehicle for decision-making about a wide range of medical
circumstances. An agent’s authority is usually not limited to
life-sustaining treatment. In fact, the powers delegated to an
agent may also include the authority to: provide or withhold
consent to medical treatment; employ and discharge
medical personnel; have access to and disclose medical
information; and authorize the expenditure of the patient’s
funds for medical treatment.

Since an agent’s authority is so far-reaching, measures must
be taken to ensure that the delegation is fully informed and
voluntary. Adequate safeguards must be developed to
protect persons of diminished
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capacity, such as those' among the institutionalized elderly or mentally disabled, who
may not completely understand the scope of the powers delegated and the significance
of the document for their lives and welfare.

Legislation on Health Care Agents

Other States The appointment of an
agent is a long-established practice in financial and business transactions. In that context,
the appointment is made with a document called a power of attorney. By signing a power
of attorney, an individual ordinarily referred to as the “principal” may delegate authority to
an agent to oversee a broad range of business matters or to conduct particular transactions,
such as the purchase or sale of a home.

All fifty states have statutes that permit the use of a power of attorney to delegate authority
for financial matters.” Under a special “durable” power of attorney, the agent’s authority
may continue, even when the principal loses capacity to act for himself or herself.

Most durable power of attorney statutes do not expressly refer to health care decisions.
While many legal commentators believe that these statutes implicitly permit the delegation
of authority to make health care decisions, uncertainty remains."”

Consequently, sixteen states have enacted laws expressly authorizing the appointment of
an agent for health care decisions.* These statutes have been passed in three different
forms: (i) a separate statute creating a durable power of attorney for health care; (ii)
amendment to an existing durable power statute, extending the statute to include health
care; and (iii) inclusion of provisions in living will legislation to permit appointment of a
health care agent."

New York Law on Appointing a Health Care Agent

New York, like all other states, has a durable power of attorney statute.” The statute was designed
to allow delegation of authority for financial matters and does not refer to health care decisions. In
1984, the New York Attorney General was asked whether the power of attorney could be extended
to authorize decisions about health care. In an opinion that has established the present legal
framework for the issue, the Attorney General stated that, “a durable power is an uncertain
vehicle for delegation of authority generally for an agent to make health care decisions on
behalf of an incompetent person.”?! The Attorney General rested his opinion on the fact
that the durable power statute addresses only financial and estate matters.?

The Attorney General acknowledged that the power could serve a more limited purpose
for health care decisions: it could be used to authorize another person to communicate
specific decisions made by the principal.?® For example, if the principal specified in writing
a decision to decline artificial respiration if he or she ever became permanently
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unconscious, the agent could consent to the withdrawal of the respirator in those
circumstances. This limitation, however, makes the power equivalent to a living will and
eliminates its real value: appointment of an agent with authority to make decisions in the
myriad of circumstances that cannot be anticipated. Hence, the durable power of attorney
is not currently considered a valid means to delegate general authority for medical
decisions in New York, although it can be used to delegate responsibility to carry out
particular decisions anticipated by the patient.

In its questionnaire to health care facilities in the State, the Task Force asked how facilities
respond to a durable power of attorney. In response to the question, “Does your facility
honor a durable power of attorney for health care?” 39% of the hospitals and 41% of the
nursing homes responded affirmatively; 46% of the hospitals and 52% of the nursing
homes responded negatively; 16% of the hospitals and 6% of the nursing homes said that
they did not have a policy on durable powers.?*

Given the legal uncertainty about using a power of attorney for health care matters, a
surprisingly high percentage of health care facilities honor the documents. Nonetheless,
fewer than half the facilities in the State honor the documents and uncertainty persists
about their legal status.

Task Force Recommendations— Legislation on the Health
Care Proxy

Rapid advances in medical technology continually change the context and nature of
treatment choices. It is therefore increasingly difficult for individuals to anticipate and
make treatment decisions months or years prior to the onset of serious and often sudden
illness. By choosing an agent committed to honoring their preferences and educating the
agent about those preferences, individuals can effectively extend their self-determination to
the full range of medical circumstances which may arise.

The Task Force believes that appointment of an agent is the best vehicle to protect a
person’s rights and interests following the loss of decision-making capacity. Designation of
an agent extends the patient’s participation in health care decisions and enhances the
outcome for the patient by providing a decision-making process that is flexible and
responsive to actual circumstances. It also covers a wider range of health care decisions
than living wills, which address only decisions about life-sustaining treatment.

Given the limited legal support in New York for using the durable power for treatment
decisions, legislation is needed to provide an enforceable right to appoint a health care
agent. By permitting an agent’s appointment for all treatment decisions, including
decisions about life-sustaining measures, the legislation would fill a critical gap in the
current legal framework for health care decisions in New York State. It would also provide
individuals with a powerful new mechanism to ensure that their wishes are respected even
after they have lost the ability to express those wishes.

The Task Force therefore proposes legislation that would empower adults to appoint a
health care agent by using a document called a "health care proxy.” The Task Force chose
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the term “health care proxy” rather than “durable power of attorney” to highlight the fact
that the proxy relates to health care, not financial matters, and is governed by its own set of
rules.

While the Task Force recommends health care proxy legislation, it recognizes that a range
of mechanisms should be available to guide decisions about life-sustaining and other
treatments for persons without capacity. Such mechanisms should include living wills,
since some people may prefer not to delegate authority for health care decisions to another
person, or may have no one to appoint.

The Task Force believes that, for purposes of legislative action, living wills should be
addressed in the broader context of a decision-making process for persons without
capacity who have not appointed a health care agent. Written instructions are one of
several ways in which a person’s preferences may be determined, along a spectrum which
includes oral statements and inferences from general values and life goals. The Task Force
is now examining legislation in other states that combines recognition of living wills with a
process for surrogate decision-making when a living will is not available.?

The Task Force has concluded that legislation on living wills, unless it is part of a
comprehensive scheme for decision-making for all patients without capacity, might
actually diminish, rather than enhance, patients” rights to refuse treatment. Current New
York law provides strong support for reliance on living wills.2® It also permits the
withdrawal or withholding of treatment based on other evidence of the patient’s wishes.
That evidence may include oral statements made by the patient.?”

Living will legislation grants legal sanction only to written instructions about treatment. It
may therefore result in the exclusion of other ways in which treatment decisions are
expressed and honored.?® For example, if living wills alone are given legal recognition,
health care providers may be unwilling to honor wishes that patients expressed orally
prior to the loss of decision-making capacity.

Although living wills might become more widely used following enactment of state
legislation, they are likely to remain a tool for an informed minority of the population,? For
most people, failure to prepare a living will might render their explicit oral statements
about medical treatment ineffective.

In addition, many of the policies set forth in existing living will statutes must be examined
in light of the developing body of law concerning the constitutional right to refuse
treatment. While the statutes seek to extend the person’s control over decisions at the end
of life, many circumscribe that right far more than existing court decisions.* Moreover,
seeking to prevent abuses, some of the laws actually make it more difficult for persons to
have their wishes respected by imposing cumbersome requirements before a living will is
considered valid.®!

The Task Force recognizes that there is strong public support for living will legislation.
Nonetheless, it believes that this support has emerged because the public identifies the
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opportunity to exercise control over decisions at the end of life solely with such legislation.
The notion of appointing an agent, combined with the opportunity to provide treatment
instructions, has received less public attention and consideration. The Task Force believes
that its legislative proposal responds to the public’s underlying concern. It will allow peo-
ple to specify their decisions about treatment in a manner that encompasses a broader
range of medical circumstances and provides a better decision-making process than
reliance on a living will.

The appointment of an agent, however, is not an option for those who have no close family
member or friend they wish to appoint. Many elderly people in long-term care and
psychiatric facilities face this situation since they have outlived or been abandoned by
others once close to them. Passage of legislation on the health care proxy would not leave
these persons without a means to extend their control over treatment decisions. Current
New York law protects the right of each person to have treatment decisions honored if
those decisions are expressed in a living will or another form. Completion of a living will in
consultation with health care providers would constitute the kind of clear evidence
required by the Court in Eichner and recognized as informed consent in Saunders.

Although health care providers are reluctant to honor living wills, this reluctance can be
addressed by public education. These educational efforts should be targeted to inform
professionals and patients in long-term care and other medical facilities about existing
legal support for living wills. Moreover, long-term care and other facilities should be
encouraged to develop procedures to promote creation of and reliance on the documents.

Footnotes
1. See generally, Concern for Dying, The Living Will and Other Advance Directives: A Legal
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Guide to Medical Treatment Decisions (New York: 1986); Society for the Right to Die, Handbook of
1985 Living Will Laws (New York: 1986).

2. Saunders v. State, 129 Misc. 2d 45, 492 N.Y.S.2d 510, 513 (Sup. Ct,, Nassau Co. 1985).

3. A recent case, Matter Of Essner, No. 21748/86 (Sup. Ct., Bronx Co. Dec. 17,1986) illustrates this
problem. See discussion, p. 27. For other descriptions of the difficulty of applying living wills in clinical
circumstances, see Sisela Bok, “Personal Directions for Care at the End of Life,” NEJM, Vol. 295, No. 7,
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V. The Health Care Proxy: The Agent’s
Authority, Obligations and Protection

Appointment of an agent for health care decisions raises a host of issues about the
agent’s authority: the scope of the authority, how it commences and terminates, and
the standards that govern its exercise. The policy questions raised and the Task Force’s
recommendations are described below.

Scope of the Agent’s Authority

Competent adults have a fundamental right to make decisions about their own
healtﬁ care.! Individuals may choose to seek treatment for a medical problem or
refrain from seeking treatment. They may consent to medical procedures, deny
consent, or decide that treatment, once initiated, should be stopped. Within the
parameters of their medical plans and ability to pay for medical care,
individuals can choose particular physicians or hospitals.

Any policy permitting delegation of this authority must determine what
measure of that authority can be transferred to another. It must take into
account not only the individual’s autonomy, but the dangers inherent in the
broad delegation of decisions central to the individual’s well-being.

The statutes of other states concerning the delegation of authority for health
care decisions address this issue in different ways. In some states, such as
Rhode Island, a person may confer full authority tor all health care decisions,
including decisions about lite-sustaining treatment.? The only limitations on the
agent’s authority are those imposed by the person who creates the power and a
requirement that the agent make decisions in accordance with what the person
would have chosen for himself or herself. In contrast, in California, a person
cannot delefate authority to consent to certain specified treatments such as
abortion and psychosurgery.’

The Task Force believes that competent adults should be free to determine the extent of the
authority they wish to delegate. Individuals should be permitted to delegate all the
authority they possess or to limit that authority in whatever way they choose. Such a policy
recognizes the individual’s interest in self-determination and enhances the individual’s
ability to direct health care matters in accordance with personal concerns, values, and life
goals. While a broad delegation of authority creates the potential for abuse, that potential is
minimized by the fact that the patient selects the agent and determines the scope of the
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agent’s powers.

As proposed by the Task Force, the agent’s authority may be coextensive with the patient’s,
but cannot exceed it. Hence, the limitations under existing law concerning the rights of a
competent adult would also apply to the agent. Those limitations are not set forth or
established in the Task Force’s legislative proposal. The Task Force believes that it is not
appropriate or necessary to define the rights of competent adults to refuse treatment in
legislation about appointing a health care agent.

The Task Force considered whether a health care agent should be prohibited from making
certain treatment decisions, either because of the potential for abuse or because decisions
about the provision or withholding of the treatment are intensely personal and should rest
only with the patient. The Task Force identified the treatments it believes give rise to
special concern, including abortion, psychosurgery and artificial nutrition and hydration.

The Task Force concluded that persons should be allowed to appoint someone else to
exercise their right to self-determination for these treatments. If a person does not have
decision-making capacity when these decisions arise, someone else will have to decide on
the person’s behalf. The proxy enables a person to choose in advance who that individual
will be.

Persons who create a proxy should be informed that general authority to make health care
decisions includes authority about these treatments unless the proxy specifies otherwise. In
addition, instructions about how to limit the delegation of authority should be part of the
instructions for creating a proxy.

Recommendation—The Task Force recommends that adults should be able to delegate all
or part of the authority they possess to make health care decisions, including decisions
about life-sustaining treatment. The proxy form should provide information about the
breadth of authority an agent can exercise, and how to limit that authority.

See Proposed Leéislation, Section 3.1 and the appendix.
The Agent as Surrogate for the Patient

The premise underlying the appointment of a health care agent is that the agent “stands in the
shoes” of the patient. This premise defines the agent’s obligations to the patient and the agent’s
authority in relation to others: health care professionals, medical institutions and the patient’s
family members.

The Agent’s Obligations to the Patient

Under most statutes concerning the delegation of health care decisions, the agent is
required to make decisions consistent with what the patient would have chosen.* The Task
Force believes that this standard, often referred to as “substituted judgment,” should
apply.

Under this standard, the agent’s decisions should mirror what the patient would have
decided for himself or herself; the agent is bound by the patient’s intentions as expressed in
any written or oral instructions and by his or her knowledge of the patient’s values, prefer-
ences, and religious and moral beliefs.> Thus, if the patient left a living will or written
directions in the document appointing the agent, and did not subsequently disavow those
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directions, the agent must act in accordance with those wishes. If the agent fails to make
decisions that are consistent with what the patient would have wanted, health care
professionals, family members or others close to the patient should be able to challenge the
agent’s authority and, if necessary, seek a court order to terminate that authority.

Generally, the agent is a family member or other person with sustained close contact with
the patient. This relationship and the patient’s past contact with the agent are invaluable
sources of understanding about the patient’s wishes and attitudes regarding treatment.

Nonetheless, there may be disagreement on occasion between the agent, family members
and health care professionals in interpreting the patient’s wishes. Written instructions may
be vague or ambiguous, while prior oral statements by the patient and inferences from the
patient’s general values and life style are susceptible to an even wider range of
interpretation. When conflict arises, the agent, by virtue of the patient’s designation and
good faith efforts, has the moral and legal authority to make a decision. Others who
disagree profoundly or believe that the agent is acting irresponsibly may seek a court
order. Until an order is issued, the agent should retain lawful authority to act for the
patient.

If the patient’s wishes cannot be ascertained or inferred in any way, the agent should
be obligated to make a decision consistent with an assessment of the patient’s best
interests.® The agent should fashion his or her decision by evaluating the optimal
outcome among the range of treatment alternatives. While many medical decisions are
necessarily value-laden, the agent should not allow personal beliefs or preferences to
interfere with a more objective judgment about the patient’s interests. This objective
“best interests” standard is often described as a judgment that is consistent with what
most people would decide for themselves under the same circumstances.”

Regardless of whether the substituted judgment or best interests standard applies, the
agent must make certain that the consent provided on the patient’s behalf is truly
informed. The agent must obtain all relevant medical information about the patient’s
condition, including the diagnosis, the prognosis, the associated risks and benefits of
available treatment alternatives and their costs. The agent must seek necessary medical
consultations and ensure that he or she fully understands the medical facts and the
consequences of different alternatives for the patient.

The Agent’s Relationship to Physicians
and Family Members

The foundation for the agent-physician relationship is a shared commitment to the best
possible outcome for the patient. This commitment should serve as the basis for a
partnership between the agent and the patient’s physician. In that partnership, each
must respect the separate obligations and authority of the other—the physician as
medical expert and advisor and the agent as the patient’s surrogate.

In many, if not most, instances, the agent will be a close relative of the patient—a
husband or wife, child or sibling. However, some people may prefer to appoint others,
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or may have no family members available or capable of serving as agent.® In other
cases, a person may wish to protect family members from the emotional burden of
making difficult decisions, especially if the patient wishes to forego aggressive
measures. Finally, the person may be estranged from family members or believe that
another person will be more committed to carrying out his or her wishes.

Persons dying from AIDS are more likely to choose someone from outside the family
to make health care decisions on their behalf."! For this and other reasons, the health
care proxy is an especially important instrument for this patient population. Persons
with AIDS often are young people, fully capable of making decisions, who face a
protracted dying process that usually involves diminished capacity at some point.!°

The agent’s relationship to the family should reflect the patient’'s own relationship to
them and the patient’s wishes about their involvement. If the agent is not a member of
the patient’s family, the agent should request guidance from the patient about the
family’s involvement when the proxy is created.

Unless the patient instructs the agent not to consult family members, or the agent has
strong reasons to believe this would violate the patient’s wishes, the agent should
remain in close contact with the patient’s family. This contact reflects a basic respect for
the family relationship and the importance of family members in the patient's life.

Ultimately, however, responsibility for making a decision on the patient’s behalf rests
solely with the agent. The views of family members should be sought and considered,
but the agent must act in accordance with the patient’s wishes or, when those wishes
cannot be determined, in accordance with a judgment about the patient's interests.

Financial Implications of Agent’s Decisions

An agent’s health care decisions may result in the provision of expensive medical
treatment to the patient. This raises important questions about who pays for the
treatment, and whether individuals who have not authorized the treatment can be
liable for its cost.

The Task Force believes that a health care decision by an agent should create the same
financial obligations as if the decision had been made by the patient. Thus, when an
agent consents to treatment, the patient, and more typically the patient’s insurer or
other third party payer, is obligated to pay for the treatment. The agent should not
assume personal liability for the cost of treatment by virtue of granting consent.
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While the patient and third party payer will bear primary responsi-
bility for treatment expenses authorized by the agent, the decision
may have significant financial repercussions for the patient’s
family. When an adult household member incurs a major liability,
it can seriously affect the family’s collective resources. Moreover,
under some circumstances, a spouse may be legally responsible for
medical and other “necessary” expenses incurred by a financially
dependent spouse." Thus, if the agent is not a family member, the
financial implications of health care decisions may cause tension
and controversy between the family and the agent.

While there is no way to isolate family members from the financial
impact of an agent’s decisions, the agent’s obligation to follow
substituted judgment principles directly addresses this concern. In
deciding on an appropriate course of treatment, the agent should
consider the financial impact on the patient’s family to the same
extent the patient would have considered this factor in making a
decision.

Protection from Liability

The patient entrusts the agent with both far-reaching authority and
enormous responsibility. The agent may have to make difficult treat-
ment choices when others have strongly held beliefs about how to
proceed. It is important and appropriate that protection from liability
extend to all persons who carry out their responsibilities as agent
reasonably and in good faith.

Agents should remain personally liable, however, for failing to per-
form their obligations under the law, such as the duty to make a
decision based on reasonably available medical information. More-
over, agents should remain accountable for exceeding their authority
under the proxy or for acting for improper or ulterior motives.

Recommendation—The Task Force recommends that the agent
should be obligated to make health care decisions in accordance with
the patient’s wishes as expressed in the proxy or in any other manner.
If the patient’s wishes are not known, the agent’s decision should rest
on an assessment of the patient’s best interests. The agent must obtain
all relevant medical information before making decisions on the
patient’s behalf.
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A decision by an agent should create the same obligation to pay
for health care expenses as if the patient had made the decision.
Finally, protection from civil and criminal liability should be
extended to an agent for decisions made in good faith on the
patient’s behalf.

See Proposed Legislation, Sections 3.2, 3.3, 7.2 and 8.

Commencement of the Agent’s Authority

The question of when the agent’s authority should begin was
considered at length by the Task Force in the course of devising its
recommendations for the health care proxy. Should the agent
speak for the patient only after the patient has lost the ability to
speak for himself or herself or should the agent’s authority
commence as soon as the proxy is signed? While at first glance the
issue appears to be primarily one of procedure, it touches upon
values basic to the physician- patient relationship and the art of
medicine. It also poses complex questions about how autonomy is
best realized in the clinical setting.

The power of attorney traditionally used for financial matters pro-
vided the model for the power of attorney or “proxy” for health
care. Under most durable power of attorney statutes, designed to
allow a person to transact business on another’s behalf, the agent’s
authority commences when the power or proxy is signed.!> Thus,
even while the person who creates the power is capable of making
decisions, the agent has the authority to act for the person. When
this “immediate power” is used for health care decisions, the
patient’s participation in the decision-making process is not
required because the agent has the authority to consent to
treatment.

Many durable power statutes also permit a person to delegate
authority that does not begin unless the person loses capacity.!?
This type of power of attorney is sometimes called a “springing”
power because it “springs” into effect in the future, when the
person who created the power loses capacity. Under a springing
power, the agent would not be authorized to make treatment
decisions while the patient still has the capacity to do so.1

The Task Force considered both the springing and immediate
proxy, and whether individuals should be allowed to choose
between the two when creating a health care proxy. It also focused

102



on a third alternative proposed by several Task Force members.
Like the immediate proxy, this alternative would permit the
agent’s authority to begin when the proxy is signed but would
require the patient’s consent to any decision made by the agent.
Under this third option, as long as the patient has the capacity to
make decisions, the physician would be required to consult the
patient first. If the patient waives the right to decide and requests
that the physician consult the agent, the physician would discuss
the risks, benefits and alternatives of treatment with the agent. The
agent would then reach a decision that would be shared with the
patient, at which time the patient would have the authority to
approve or reject that decision. For purposes of discussion, this
option is called a “consultation proxy.”

As the Task Force dialogue on the question unfolded, several
factors became increasingly clear. First, the Task Force members
embrace the same values and goals for the decision-making
process. They strongly believe that patient autonomy should be
enhanced and protected and that patients” access to information
crucial to treatment decisions must be expanded.

The Task Force members also share certain basic assumptions
about the consent process as it now occurs in health care facilities.
They believe that physicians all too often do not speak with
capable patients or engage in a dialogue with them sufficient to
allow a genuine and informed consent. They fear that the very ill
or frail are most likely to be excluded from the decision-making
process for motives that, even if well-intentioned, may have
consequences that are undesirable or dangerous.

The Task Force members also share a deep concern about the diffi-
culty of determining which persons are capable of deciding for
themselves about treatment among those who have intermittent,
fluctuating and partial capacity. This difficulty is exacerbated by
the paucity of procedural guidelines and clinical guidance
available to determine capacity. The resulting uncertainty about
assessing capacity undermines patients’ interest in self-
determination and represents a hurdle that must be addressed in
any policy for surrogate decision-making.

Thus, the Task Force members brought common values and con-
cerns to their deliberations on the health care proxy. Ultimately,
they reached different judgments about how those values should
be fostered in policies for commencement of the agent’s authority.

At the outset, the Task Force members unanimously rejected the
first option, the immediate proxy, as inappropriate for health care
decisions and unsound public policy. The immediate proxy
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presents grave potential for abuse and seriously undermines the
patient’s right to decide about treatment by creating the possibility
that agents will make treatment decisions without the knowledge
or participation of capable patients. Moreover, since the patient
and agent both possess decision-making authority, health care
professionals would face confusion and uncertainty in the consent
process. Should they seek consent from the patient, the agent, or
both? Finally, the Task Force believes that many people would
want and expect to retain involvement in treatment decisions.
They therefore might not understand the implications of creating
an immediate proxy or would not choose to do so.

A majority of the Task Force members concluded that health care
proxy legislation should permit only a springing proxy. They
believe that patient autonomy can be promoted only if the
authority to make decisions rests solely with the patient, whenever
the patient has the capacity to decide. They also believe that other
alternatives would inevitably erode patient autonomy, especially
for those most ill and vulnerable, by creating a legal framework
that excludes capable patients from the informed consent
discussion.

They recognize that the principle of autonomy argues for allowing
persons to waive or give away that autonomy. They concluded,
however, that in the clinical setting, this option may only
exacerbate patient helplessness, encourage dependence and
present potential for abuse or pressure on patients to create a
proxy that diminishes their own role.

Support for the springing proxy also stems from concerns about
the impact of both the immediate and consultation proxy on the
relationship between patient and physician. The Task Force
members who favor only the springing proxy see the dialogue
about treatment between capable patients and their physicians as
an indispensable part of the therapeutic process; it gives patients
the opportunity to participate as partners in their own care and
ensures that they are committed to the course of treatment.

These Task Force members accept and affirm that relatives or
others close to the patient often provide invaluable assistance to
the patient in the decision-making process. Nonetheless, they
believe that this assistance is routinely available without legislative
recognition and are concerned that such recognition would shift
the physician’s focus from the patient to the agent as the source of
judgment and authority. Likewise, they recognize that patients
may waive their right to decide about treatment under current
medical and legal norms.
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Indeed, this waiver of consent is expressly recognized by the
informed consent statute in New York, Section 2805-d.4(b) of the
Public Health Law. They believe, however, that this waiver should
not be encouraged by policies embodied in legislation on the
health care proxy.

The Task Force members who support the springing proxy as the
sole alternative also believe that the consultation proxy would
prove impractical and cumbersome in clinical practice. Some
physicians would be reluctant or unwilling, for professional and
ethical reasons, to engage in a dialogue about treatment with the
agent when the patient has decision-making capacity, especially
for decisions about life-saving or sustaining measures. Other
physicians would feel that they must obtain both the patient’s and
the agent’s consent even if the patient has made a clear choice.
Consequently, physicians would face ambiguity in the decision-
making process.

Finally, it has been suggested that the springing proxy presents
new problems in determining patients’ capacity to decide about
treatment. The Task Force members who support exclusive
reliance on the springing proxy do not agree. Although they
recognize that the determination is complex for some patients, they
believe that an assessment of the patient’s capacity should be made
regardless of whether the springing proxy is used. They believe
that patients, if capable, should be included in the decision-making
process. Hence, the patient’s loss of capacity is always an
important benchmark, since it should determine whether a patient
participates in treatment decisions under a springing, consultation,
or immediate proxy.

A substantial number of Task Force members believe that
individuals should have the right to choose between the springing
and consultation proxy. They believe that allowing persons this
option respects personal autonomy and individuals’ ability to
decide what path best serves their own interests. In essence, they
concluded that protecting autonomy means letting people
relinquish autonomy when they are too sick or simply reluctant to
make treatment decisions.

While these Task Force members also endorse the importance of
the physician-patient dialogue, they emphasize that this dialogue
remains an unattained ideal for many patients in certain health
care settings. They are deeply concerned that the consent process
for marginally competent patients now has little content; it is a
formality that rubber stamps the physician’s decision with the
signature of a patient who may or may not have comprehended
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the nature of the decision made. Hence, they believe that a
dialogue with an appointed agent, who is unimpaired by the
vulnerability and limitations that illness imposes, provides more
meaningful protection for the patient. The agent serves as advocate
for the patient throughout the process, while the patient retains the
right to approve or reject the agent’s choices.

The Task Force members who support the consultation proxy also
believe that the process is workable and that it mirrors the way the
decision-making process now takes place in many cases when
patients waive consent or need the assistance of family or friends.
Indeed, they believe that the process protects patients well beyond
the norms accepted in medical practice since it requires an explicit
waiver by the patient of the right to decide and express approval of
the agent’s decision. It thus circumscribes the authority now
implicitly or explicitly vested in family members when patients are
very ill or possess only fluctuating or marginal capacity. They
recognize that neither the patient’s waiver nor participation by
family members or close friends in the decision-making process are
precluded under existing law; but they believe that the process
proposed should be granted legal sanction.

Finally, they believe that the consultation proxy is a better option
for some patients because it permits the agent to act without
requiring a determination that the patient lacks capacity. It also
would avoid the need to inform patients that they have been
determined to lack capacity. It may be very difficult for health care
professionals to assess the capacity of some patients. Moreover, in
some cases, patients may simply not want be informed of their
own diminished capacities.

The majority of the Task Force members —those who favor only the
springing proxy—also believe that there is a large gap between
theory and practice in the informed consent process. They too
recognize that certain patient groups, such as the frail elderly in
long-term care facilities, are especially vulnerable. Nonetheless,
they believe that the health care proxy should be structured to
achieve the purpose that fueled creation of advance directives—the
establishment of a decision-making process for patients without
capacity. The problems associated with informed consent,
especially in the long-term care setting, are complex. These
problems demand rigorous scrutiny and public attention. The
majority of the Task Force members believe that they should be
addressed by separate educational, regulatory or legislative
initiatives.
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Regardless of where the Task Force members stand on the question
of when the agent’s authority begins, they all strongly believe that
health care proxy legislation is needed to protect the interests and
rights of individuals in New York State. They do not see their
difference in judgment on this single question as a stumbling block
to legislative action. Instead, they submit the matter to the public
for debate and resolution as the health care proxy legislation is
considered by the Legislature and the public at large.

Recommendation—The Task Force recommends that the agent’s
authority should commence upon a determination that the patient
lacks capacity to make health care decisions.

See Proposed Legislation, Section 2.4.

Capacity to Make Health Care Decisions

Whether or not the patient creates a health care proxy, the loss of
decisional capacity is a critical milestone in the patient’s care and
the process for making treatment decisions. The standard to
determine decisional capacity and the process by which such
determinations are made must therefore be carefully defined and
implemented.

The same is true when a springing power is used. In this context,
the determination that the patient lacks capacity triggers the
agent’s authority. The procedure must be structured so that health
care providers and the agent can be certain when the agent has
legal authority to act.

The Standard for Capacity

In recent years, the notion of capacity to make health care decisions
has emerged as an alternative to the traditional standard of compe-
tence.’> While used in many contexts, “competence” refers most
accurately to a judicial determination about a person’s decision-
making ability. Moreover, competence generally describes a status,
the ability to make all or, conversely, no decisions for oneself. In
contrast, “capacity” is a more limited and specific concept; it refers
to a person’s ability to make a particular decision as determined by
health care professionals or others.
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First proposed by ethicists and philosophers, the notion of capacity
has gained the support of numerous organizations, including the
President’s Commission for the Study of Ethical Problems in Medicine
and Biomedical and Behavioral Research.!6 The Task Force, in its
report on do-not-resuscitate orders, issued in April of 1986, proposed
that the capacity standard should be applied in the context of
decisions about resuscitation.’” More recently, the New York Court of
Appeals adopted the standard in its 1986 decision, Rivers v. Katz.8

While the capacity standard has been widely accepted, it is new and
its practical implications have not yet been fully explored. As the Task
Force developed its recommendations for the appointment of a health
care agent, it recognized that the capacity standard’s theoretical
appeal and the added protection it offers patients must be balanced
against the clinical demands of medical care delivery.

If the standard is applied literally, a determination that a patient lacks
capacity would only establish the patient’s inability to make a
particular treatment decision. For patients who unquestionably lack
capacity, such as those who are permanently unconscious or have a
severe mental impairment, successive determinations of capacity for
each treatment decision would be unnecessary. However, even for
those patients who might have marginal or limited capacity, it is
neither desirable nor possible to re-evaluate the capacity of every
patient in connection with every medical treatment.

This is especially true where the determination serves to trigger the
authority of a health care agent appointed by the patient. Rigid
adherence to a treatment-specific notion of capacity would drastically
undercut the usefulness of a health care proxy, since a re- evaluation
of the patient’s capacity would be required before obtaining the
agent’s consent to any treatment. Instead of requiring this re-
evaluation, the Task Force concluded that appropriate safeguards
should be provided to protect the patient’s right to object to the
determination or to re-assert authority over treatment decisions.

For purposes of a health care proxy, the Task Force believes that the
capacity standard should encompass the ability to make health care
decisions generally. As proposed by the Task Force, that definition
would refer to the ability to understand and appreciate the nature and
consequences of health care decisions, including the benefits and risks
of any proposed treatments, and to arrive at an informed decision.
Upon a determination that a patient lacks capacity, the agent should
be empowered to make all health care decisions on the patient’s
behalf, until such time as the patient either regains capacity or revokes
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the proxy.

Nonetheless, there are circumstances when the patient’s
capacity should be re-evaluated. The need for a re-evaluation is
most apparent when there is a change in the patient’s condition
that would affect the patient’s decision-making ability. Even if
the patient’s condition does not change, a re-evaluation of
capacity will sometimes be warranted when new treatment
decisions arise.

It is neither practical nor possible to list the circumstances where
the capacity determination should be re-evaluated. This should
remain a matter of clinical judgment. However, such judgment
should include consideration of: (i) the nature of the interest at
stake; (ii) the complexity of the decision, including the treatment
alternatives; and (iii) the safeguards available to protect the
patient’s right to oppose the determination or the proposed
course of treatment.!

The Process for Determining Capacity

In New York State, the only procedures to determine capacity that
have clear legal recognition are judicial proceedings or, for persons
who are in certain mental health facilities, hearings brought under
Article 80 of the Mental Hygiene Law.?’ Formal procedures are
necessary when the person’s right to make health care decisions is
at stake. The Task Force believes that a simpler procedure is
appropriate where the sole purpose of the determination is to
initiate the agent’s authority under a health care proxy.

The Task Force proposes a hospital-based procedure to assess the
patient’s capacity and determine when the agent’s authority should
commence. Under this procedure, the patient’s attending physician
would make the determination that the patient lacks capacity and
would state the reasons for the determination in the patient’s medi-
cal record.”? Requiring a statement of reasons promotes well-
founded decisions and enables those affected to understand and
challenge the determination.

The patient should then be informed of the determination of inca-
pacity. Without this notification, patients would be denied the
opportunity to object and the right to oppose the determination or
the treatment decision at issue. Some persons who lack decision-
making capacity, such as those who are unconscious or severely
brain damaged, are incapable of understanding any notice given to
them. If the patient does not have the ability to comprehend
information about the capacity determination, notification would
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be a meaningless gesture that should not be provided.

A person who creates a proxy extends the right to decide to
another. The person does not, however, relinquish the right to
make health care decisions on his or her own behalf. As
proposed by the Task Force, a determination by the attending
physician that the patient lacks capacity would not terminate
the patient’s right to make health care decisions, nor would it
affect the patient’s right to revoke the agent’s appointment.
Thus, if the patient objected to the determination of incapacity
or to the agent’s exercise of authority, the patient could revoke
the proxy or inform health care providers of his or her
treatment decision. Health care professionals, family members
or others close to the patient who believe that the patient lacks
capacity and wish to override the decision would have to seek a
judicial finding that the patient lacks capacity.?

If the patient regains the ability to make health care decisions,
the agent’s authority under the springing power should lapse.
After regaining capacity, the patient should not be required to
execute another proxy; the proxy should become operative
again if the patient subsequently loses capacity. For patients
who are subject to intermittent periods of incapacity, this
process provides needed flexibility and protects the patients’
interest in self-determination.

Tests to Determine Capacity

As the Task Force observed in its report on do-not-resuscitate
orders, there are no settled medical guidelines about the tests
and procedures to determine a person's capacity to make health
care decisions. Practices vary considerably among institutions,
ranging from psychiatric testing to informal evaluations based
on casual examination. Moreover, few health care facilities in
the State have written guidelines for the capacity determination.
Of 136 hospitals that responded to a question about the
determination of capacity on a survey conducted by the Task
Force, only 29% stated that they have written guidelines for
determining capacity. Of the 196 nursing homes that
responded, only 13% have written guidelines.?

In light of increasing public concern about surrogate decision-
making and the vital interests denied once a patient is
determined to lack capacity, it is clear that further study and
understanding is needed in this crucial area. The Task Force
urges the medical community to study the measures used to
determine decision-making capacity and to develop appropriate
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guidelines.

Recommendation— An informal hospital-based procedure
should be used to determine that the patient lacks capacity to
make treatment decisions and that the agent's authority under a
health care proxy should commence. The procedure should
involve a written determination by the patient’s attending
physician. Both the patient and the agent should be informed of
the determination.

The informal determination should initiate the agent’s authority,
but should not deny the patient’s right to make health care
decisions if the patient objects to the determination of incapacity
or to the agent’s treatment decision. If the patient regains
decision-making capacity, the agent’s authority should lapse.

See Proposed Legislation, Section 4.
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1. See discussion, Chapter fl.

2. R.I. Gen. Stat. § 23-4.10-2.

3. Cal. Civ. Code § 2435.

4, See, e.g,, Cal. Civ. Code § 2434(b); R.I. Gen. Stat. § 23-
4.10-2.
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7. See President’s Commission, Deciding to Forego Life-
Sustaining Treatment, pp. 134-36; Veatch “Limits of Guardian
Treatment Refusal,” pp. 440-41.

8. A Harris poll conducted for the President’s Commission
asked, “If you were too sick to make an important decision about
your medical care, who would you want to make the final decision
for you?" Of those polled, 57% said they would prefer a family
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family friend; 2% said a close friend; and 2% chose their lawyer.
The remainder (1%) named others or said they were not sure.
President’s Commission, Making Health Care Decisions, Vol. 2, p.
240.

9. A study of homosexual AIDS patients in San Francisco
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sustaining treatment, the agent’s authority becomes effective when
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(1986).

15. For a more extensive discussion of the limitations of the
competence standard, see Willard Gaylin, “Competence, No Longer
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determining individual.” Making Health Care Decisions, p. 57.
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lesser standard should apply to decisions of minimal consequence,
with more stringent standards applying as the potential
consequences increase. See Gay- lin, pp. 27-54; James Drane,
“Competency to Give Informed Consent: A Model for Clinical
Assessments,” JAMA, Vol. 25., No. 7, Aug. 17, 1984, pp. 925-27;
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(in press).

20. See discussion, pp. 25-26.
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context than the procedure the Task Force recommended in its pro-
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Force on Life and the Law, Do Not Resuscitate Orders, p. 31.
Under a health care proxy, a determination of incapacity triggers
the agent’s authority under circumstances to which the patient
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agreed when the proxy was signed. In the Task Force’s proposed
legislation on do-not- resuscitate orders, a determination could
empower a surrogate to make a decision about resuscitation in
situations where the patient had not agreed to, or even anticipated, a
surrogate decision. In that context, the surrogate’s authority to
decide about resuscitation is derived entirely from statute, and not
from the patient’s consent. Greater procedural protections for the
determination of capacity are therefore provided in those
circumstances.

22. Rivers v. Katz, 67 N.Y.2d 485 (1986), establishes that a
patient has a constitutional right to make treatment decisions and
that a judicial finding of the patient’s lack of capacity is ordinarily
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basis for overriding treatment decisions made directly by the
patient.

23. See  Appendix B, Table B, pp. 170-71.
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VI. Creating A Health Care Proxy

Competence To Appoint a Health Care Agent

Under New York law, adults are presumed competent to manage
their own affairs unless determined otherwise by a court.! Thus,
persons not adjudged incompetent have the authority to convey
property, enter into contracts, create powers of attorney, and incur
other legal obligations.? The Task Force believes that the right to
create a health care proxy should be available on the same basis—
adults should be presumed to have the authority to create a health
care proxy unless determined otherwise in a court proceeding.

The Task Force therefore recommends that all competent adults
should have the right to appoint a health care agent. It proposes
competence, rather than capacity or another standard, as the crite-
rion for creating a proxy because of the formality of the procedure
to determine incompetence and the safeguards accorded
individuals in that process.

The term “incompetence” connotes a judicial determination of the
person’s decision-making ability. In contrast, capacity generally
refers to a determination by health care professionals or others
arrived at by less formal procedures. As proposed by the Task
Force, these nonjudicial determinations would not deprive a person
of the right to create a proxy or make health care decisions,
although they may serve other important functions. The
requirement of a judicial process to terminate a person's right to
make health care decisions relfects constitutional protections as
well as a basic respect for individuals and their right to control
decisions about their own bodies.?

Recommendation—A competent adult should have the right to
appoint a health care agent. All adults should be presumed compe-
tent unless determined otherwise by a court.

See Proposed Legislation, Section 2.1.

Selecting The Agent

Attainment of a person’s health care goals is largely dependent
on the agent’s ability and commitment to further those goals on
the person’s behalf. In selecting an agent, it is most important
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that persons designate someone they trust to act in accordance
with their stated wishes, values and interests. Moreover, persons
who serve as agents must have the ability to understand medical
information provided and to act as an advocate for the person in
seeking information. An agent must also be accessible and
willing to exercise the profound responsibility of making
treatment decisions.

Allowing a person broad discretion in designating an agent
protects and affirms the person’s right to self-determination in
this very personal choice. Nonetheless, an individual’s freedom
of choice in designating an agent should not be absolute. The
agent is given broad, indeed, extraordinary power over a
patient’s care. Authority to direct the withdrawal of life-
sustaining treatment is only one, although perhaps the most
striking, example of the agent’s authority. It is particularly
important, therefore, that the agent is not influenced by
conflicting interests—-interests which might cause the agent to
make decisions contrary to the patient’s wishes or well-being.

Some conflict of interest situations must and should be
tolerated. For example, a person’s spouse or children might be
beneficiaries under the person’s will or insurance policy, or
might be liable for the costs of the person’s treatment. Yet many
people would choose a spouse or other family member to act on
their behalf and would expect them to make decisions that
reflect their wishes, despite any real or potential conflict of
interest. Indeed, reliance on close family members as surrogate
decision-makers is strongly supported by our social and medical
traditions.

Other conflicts, however, are more problematic. For example,
when administrators or employees of a health care facility serve
as agents for patients at the facility, they may be subject to
institutional pressures. Hence, they may be unwilling to make
medical choices that violate institutional policies or thwart the
facility’s interests. Indeed, if such persons are permitted to serve
as agents, facilities may encourage patients to appoint them for
purposes of administrative convenience.

Concerns also arise when a physician acts as a health care agent.
Physicians who serve as agents seek consent at the same time
they have the power to withhold or grant it. In some cases, a
physician’s professional ethos may overwhelm a patient’s
preferences. Equally important, a physician may have an
iImmediate financial interest in the provision or withholding of
treatment.
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The Task Force recognizes that some persons will want to select
their physician as agent. It also acknowledges that every
restriction on the persons who may serve as agent diminishes the
self-determination of those seeking to create a proxy.
Nevertheless, the Task Force believes that a person should not
be permitted to act simultaneously as the patient’s attending
physician and health care agent; the situation is fraught with
potential for conflict and abuse.

In some cases, the physician designated as agent will not be
responsible for the patient's care when authority under the proxy is
triggered. However, if the physician does have primary
responsibility for the patient’s care when the patient loses capacity
and authority under the proxy commences, the physician should be
required to choose between serving the patient as attending
physician or as health care agent. Persons who appoint their
physician as agent should therefore be urged to select an alternative
agent in the event that the physician chooses to remain their
primary physician when the authority under the health care proxy
commences.

Recommendation—The Task Force recommends that operators,
administrators and employees of health care facilities should not be
permitted to serve as agent for a patient at their own facility, unless
they are a member of the patient’s family or were appointed as
agent prior to the patient’s admission to the facility.

The Task Force further recommends that a physician should not be
permitted to act simultaneously as a patient’s attending physician
and health care agent. Where such a conflict arises, the physician
must choose between assuming the role of agent and serving as the
patient’s attending physician.

See Proposed Legislation, Section 2.3.

The Proxy Form

The form used for the health care proxy must serve several
essential functions. First, the form should explain the purpose of
the proxy and the nature and scope of the authority delegated to the
agent. This function is crucial; for some individuals, the form will
constitute the primary or sole source of information about the

proxy.

Second, the form should assist individuals to create a proxy that is
legally valid and effective. For example, it should provide instruc-
tions about the witness and other requirements so that persons can
create a proxy without the need to consult a lawyer. It should also
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explain how to provide health care instructions to the agent.
Finally, the form must give the agent and health care
providers clear guidance about the agent’s authority and
obligations.

The value of prescribing a proxy form which can be used to
appoint an agent is apparent. A more difficult question concerns
whether a single proxy form should be mandated as the only lawful
form to appoint a health care agent. When a single form is
mandated, everyone who creates a proxy is exposed to the
warnings and guidance the form provides. It also increases the
likelihood that the completed form will be legally sufficient and
assures health care providers of the document’s validity.

There are disadvantages, however, if legal recognition is granted to
only one proxy form. While measures can be taken to make any
standard form widely available, the form will not be accessible to
all individuals prior to hospitalization. Moreover, some people may
create non-conforming proxies without realizing that they are
required to use a particular form. When this occurs, their
appointment would be invalid. Indeed, many people in this State
may have already used one of the popularly available living
will/power of attorney forms.

The Task Force concluded that the burdens of a mandated form
outweigh the benefits. Persons who appoint a health care agent in a
document that provides essential information and instructions
should not be penalized if the document does not conform to a
prescribed text.

The need to ensure the integrity of nonconforming proxies can be
served by requiring that all proxies are properly signed and wit-
nessed and contain certain basic information, such as: (i) the
agent’s name; (ii) the nature of the authority given to the agent; and
(iii) the fact that the authority commences upon a determination of
the person’s incapacity. Nonetheless, a proxy that departs
substantially from forms that are widely used and recognized, may
be challenged or may not be honored. Far-reaching efforts should
therefore be made to facilitate access to a standard proxy form. At
a minimum, the forms should be routinely available at physicians’
offices, hospitals, nursing homes, clinics, and other health care
institutions. Broad distribution of the proxy form will encourage its
use and reduce the possibility that individuals will appoint an agent
in a manner that is legally deficient.
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Recommendation—The Task Force's legislative proposal includes
a proxy form that may but need not be used to appoint an agent.
The form provides information about the potential scope of the
agent’s authority, especially as it relates to certain critical treatment
decisions. The form also describes various options and rights
accorded persons creating a proxy, including the right to override
decisions by the agent and to revoke the proxy. Finally, the form
explains how to create a proxy and assists individuals to identify
any special provisions necessary to accomplish their personal
health care objectives. The Task Force recommends that the
Commissioner of Health take the steps necessary to assure that
standard proxy forms are widely distributed to New York State
residents.

See Proposed Legislation, Section 2.5 and the appendix.

Drawing Up a Health Care Proxy

The process to draw up a health care proxy should ensure the
integrity of the document by promoting informed voluntary choices
by the person who signs it. The process should also compel the
person creating the proxy to consider the seriousness of the proxy,
the powers granted, and the significance of delegating those
powers. Later, others must be certain that the person whose
signature appears on the proxy actually signed it and that the
person appeared to act in a knowing and voluntary manner in doing
S0.

The value of safeguards for creating a proxy must be balanced
against the interest in preserving a simple means to appoint an
agent. Complex or burdensome procedures to draw up a proxy will
increase the likelihood that many proxies will prove invalid when
needed. Moreover, any such process should not require legal assist-
ance, since those who cannot afford legal help would effectively be
denied use of the proxy.

Persons who create a proxy should discuss the proxy with a physi-
cian or another health care professional such as a nurse or social
worker. This dialogue with a health care professional is critical. It
should enable persons to understand the nature and range of deci-
sions that may be made on their behalf as well as the kind of
medical conditions, such as permanent loss of consciousness, under
which they might want decisions to be made about life-sustaining
treatment. A dialogue with health care professionals also greatly
enhances the possibility that the person will fashion specific
instructions for the agent.
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Persons who draw up a proxy should also be urged to discuss the
proxy and their health care preferences with their appointed agent.
This discussion makes the proxy a more meaningful delegation and
a better vehicle to promote the person’s control over health care
decisions. It also gives the agent an opportunity to ask questions
and to understand the person’s concerns more fully.

The Task Force has devised a process for creating a health care
proxy that provides essential safeguards without imposing an
undue burden. First, the person should sign the proxy or direct
another to sign it on his or her behalf. The option of having another
sign for the person creating the proxy should be available, since
some adults with decision-making capacity cannot sign documents
as a result of physical disability.

The proxy should be signed by two adult witnesses. The witnesses
should attest to the fact that the person appeared to be of sound
mind and free from duress. This adds a common sense, empirical
safeguard. The witnesses need not have expert qualifications or the
ability to make medical or legal judgments.

Under some state laws, certain categories of persons are
disqualified from witnessing a living will or health care proxy, e.g.,
health care providers, relatives, or others who have a financial
interest in the patient’s course of treatment.* Restrictions on the
persons who may act as witnesses are designed to make it more
difficult for someone with a conflicting interest either to coerce a
person into creating a proxy or to falsify a proxy.

The Task Force believes that excluding family members and health
care providers from witnessing a proxy imposes a burden on those
who wish to create a proxy without yielding a commensurate
benefit in eliminating abuses. The exclusion of family members is
particularly objectionable, since it disqualifies the individuals
many persons would choose to act as witnesses and those most
likely to be available if questions about the circumstances
surrounding the proxy’s creation arise.

The Task Force believes, however, that the person appointed as
agent should be prohibited from witnessing the proxy. This
addresses the most serious potential for abuse—coercion or
fabrication by the person appointed as agent in the process to
create a proxy.
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Residents of nursing homes and mental health facilities are espe-
cially vulnerable to abuses concerning the creation and use of
health care proxies. In particular, they might be induced to appoint
a health care agent without fully comprehending the significance of
the document or its implications for them. For this reason, the Task
Force recommends special safeguards when proxies are created in
longterm care or mental health facilities. Those safeguards are
discussed in Chapter VIII below.

Recommendation—A person should be able to appoint an agent with
a written proxy, signed by or at the person’s direction. The
person’s signature should be witnessed by two adults, who should
affirm that the person appointing the agent appeared to be of sound
mind and free from duress.

The person appointed health care agent should not act as witness to
execution of the proxy. Special measures, described in Chapter
VII1, should be required for proxies created by residents of nursing
homes and mental health facilities.

See  Proposed Legislation, Sections 2.2 and 11.
Ending the Proxy

Revocation
Once a proxy is created, revocation of the proxy is the primary
means for a person to reassert control over health care decisions.
There are many reasons why a person might wish to revoke a
proxy, including disagreement with the agent’s decisions or a
desire to appoint someone else to serve as agent.

Revocation of the proxy must be a simple process so that
individuals will not be thwarted in their efforts to regain control
over their health care. The Task Force believes that a person should
be able to revoke a proxy by notifying the agent or a health care
provider of the wish to revoke, orally or in writing, or by any other
act that conveys the intent to revoke the proxy. For example, the
proxy should be revoked if the person destroys or defaces the
document. The Task Force also proposes that the proxy should be
revoked automatically when a person signs a subsequent proxy or
when the person is divorced or legally separated from a spouse
who had been appointed agent.

All persons should be presumed competent to revoke a proxy
unless determined otherwise by a court. The determination of
incapacity that triggers an agent’s authority under a proxy is not
sufficient to deprive a patient of the right to revoke the proxy.
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Revocation of the proxy must be distinguished from a patient's
wish to override the agent’s decision when the patient and the
agent disagree. While both are extensions of the individual’s
right to control the course of his or her health care, revocation of
the proxy ends the agent’s authority completely. In contrast,
when a patient overrides a particular decision by the agent, the
agent’s authority to make other decisions remains unimpaired.

Expiration
The Task Force considered whether the proxy should expire
automatically after a specified period of time. Mandatory
expiration is designed to protect people who create a proxy from
the legal recognition of wishes that were expressed years earlier
and may not reflect the person’s current preferences.

Nonetheless, automatic expiration of the proxy has serious
drawbacks. Persons who want and expect their agent to be
empowered to make decisions for them will have their wishes
denied if they inadvertently fail to renew the proxy. Thus,
automatic expiration will often reduce, rather than increase, the
likelihood that a person’s actual wishes will be honored. In
recognition of the problems created by requiring that the proxy
expire after a fixed time peroid, two states—Georgia and
Wisconsin—recently amended their living will statutes to
remove the expiration provisions.!

The Task Force concluded that the expiration requirement poses
greater potential for harm than the problem it is designed to
address. In addition, mandating automatic expiration is unduly
paternalistic. It is reasonable to expect persons who create a
proxy to assume responsibility for updating or revoking the
proxy when necessary to reflect their current wishes. A proxy
should not be distinguished in this regard from other legal
documents such as a will, trust or financial power of attorney.

Recommendation—The Task Force recommends that a person be
allowed to revoke a health care proxy by notifying the agent or a
health care provider, orally or in writing, or by any other act that
conveys the intent to revoke the proxy. The proxy should be
revoked automatically if the person creates a subsequent proxy
but should not expire automatically after a specified time period.

See Proposed Legislation, Section 6.
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Footnotes

1. 27 N.Y.Jur. Incompetent Persons 8§82, 6.

2. See Winters v. Miller, 446 F.2d 65, 68 (2d Cir. 1971);
Sengstack v. Sengstack, 4 N.Y.2d 502, 176 NYS.2d 337, 151
N.E.2d 887 (1958). However, prior actions of persons adjudged
incompetent may be found voidable once incompetency is
judicially established. 27 N.Y.Jur. Incompetent Persons § 52.

3. See Rivers v. Katz, 67, N.Y.2d 485 (1986). As explained
by James Childress,

To override a person’s wishes, choices, or actions
without “due process” is to deepen the affront to dignity.
The sort of procedures required will vary according to
the rights at stake, such as the deprivation of liberty. If it
is not possible to develop reliable procedures that can
express both care and respect, even limited paternalism
may not be acceptable in practice.

James Childress, Who Should Decide?: Paternalism in Health
Care (New York: Oxford Univ. Press 1982), p. ix.

4, E.g., Cal. Civ. Code § 2432(d); Del. Code Ann. title 16 §
2503; Texas Stat. Ann. article 4590h; R.1. Gen. Stat. § 23-4.10-2.

5. Ga. Code Ann. § 31-32-6 (Supp. 1986); Wise. Stat. 88
154.03 (Supp. 1986).
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VII. The Obligations of Physicians and
Other Health Care Professionals

The Physician-Agent Relationship

When a determination is made that the patient lacks capacity
and the agent is authorized to make health care decisions on the
patient’s behalf, the patient-physician relationship changes.
While the physician’s commitment to the patient’s well-being
remains undiminished, other obligations are transformed and
require that the physician relate to the agent in a manner that
promotes the patient’s welfare.

When an agent has authority under a health care proxy, the phy-
sician must still seek informed consent. However, it is the agent,
not the patient, who must be fully informed to make treatment
decisions.

The physician should always provide a complete and straight-
forward explanation of the relevant medical circumstances to the
agent. That explanation should include a discussion of the risks
and benefits of any proposed treatment, as well as information
about available alternatives. While it is also appropriate for the
physician to offer guidance, that guidance must be distinguished
from a clear statement of the medical facts necessary for the
agent to make an informed judgment on the patient's behalf.

As a practical matter, when a patient lacks capacity, the
physician usually approaches the most accessible family
member to obtain consent and thereby determines who speaks
for the patient. When the patient has appointed a health care
agent, the physician has neither the responsibility nor the right to
decide who should make decisions for the patient.

The creation of a health care proxy vests the agent with the
moral and legal authority to act on the patient’s behalf. Consent
by the agent should authorize the same procedures and give rise
to the same obligations and protections for health care providers
as if the patient had consented to treatment. Unless the patient
regains capacity or has withheld authority from the agent for
particular decisions, the physician must be guided by the agent’s
choices, provided that the agent acts in good faith and has the
capacity to serve.
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Thus, an agent’s decision may override the family’s preference or
the physician’s recommendation. While physicians may seek to
inform and persuade an agent, they cannot simply substitute their
own judgment for that of the agent.

In some cases, physicians may not only disagree with the agent’s
decision, but may believe that the chosen course of treatment vio-
lates their own moral or professional code. When this occurs,
physicians have the same obligations they would have if it were a
patient’s decision to which they objected. The physician should
first discuss the issues with the agent in an effort to reach a
mutually satisfactory resolution. If this dialogue fails to resolve the
matter, the physician must either transfer care of the patient to a
physician whose values are more compatible with the patient’s or
seek a court order to override the decision.

Transferring care of the patient, however, is not appropriate when
the physician believes that the agent is incapable of acting on the
patient's behalf. The attending physician has an obligation to the
patient to intervene when an agent is unable or unwilling to fulfill
his or her responsibilities.*

Several conditions must be met for the agent to act responsibly on
the patient’s behalf: the agent must (i) be adequately informed; (ii)
have the capacity to understand the information and make reasoned
decisions based on that information, and (iii) act in good faith. If
any of these conditions are not met, the physician should serve as
an important check and balance to the agent’s authority.

If the agent lacks the necessary medical information to make an
informed choice, the physician should explain all the relevant
medical facts. An unsound decision by an agent may well be
changed by a dialogue with the physician or other health care
professionals. If a physician believes that the agent’s decision
violates the patient’s expressed wishes, the physician may involve
other persons concerned about the patient to assure that the agent
makes a better assessment of the patient’s preferences and values.

In some situations, however, an agent may be simply incapable of
carrying out the responsibilities under a proxy. In still other
circumstances, the physician may believe that the agent’s decisions
or behavior indicate that the agent is acting in bad faith and
pursuing personal interests, rather than those of the patient. In
either case, the physician should involve family members and
hospital administrators. If necessary, the physician or someone else
close to the patient should seek judicial relief to remove the agent.
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Communicating with the Patient

Although some people who lack decision-making abilities are not
able to communicate at all, other persons are capable of
conversing, on some level, about their condition and care. Indeed,
they often have questions and concerns and may have important
information to offer. The existence of a health care agent,
therefore, does not relieve health care professionals of the
obligation to communicate with the patient to the extent the patient
is able to understand the information provided.?

Patients should also be encouraged, to the extent they are able, to
make non-medical decisions about their care. Allowing a patient to
decide, for example, whether to take two injections at once, or one
in the morning and one at night, respects the patient’s autonomy
and may enhance a sense of control and self-esteem. It also rein-
forces the decision-making abilities of patients who may be able to
regain capacity.

Informing the Health Care Team

Once the proxy is signed, a physician who treats a patient on an
ongoing basis should be given a copy of the proxy and advised of
the agent’s name, address, telephone number and relationship to
the patient. The physician should record this information in the
patient’s medical record, at the appropriate office, clinic, or
hospital.

The patient’s primary physician has an obligation to bring the
proxy to the attention of other health care providers who treat the
patient. This is especially important for a patient who has lost
decision-making capacity. Whenever the patient is referred to
another physician, the agent’s name, address, telephone number,
and relationship to the patient should be included in the referral
information. Likewise, when a patient is admitted to a hospital, this
information should be part of the admitting data so that members
of the medical and nursing staffs caring for the patient will know
immediately who to approach for consent to treatment.®
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Protection from Liability

In recent years, concerns about liability have played an increasing
role in shaping the manner in which health care is provided. While
awareness of legal responsibilities is important, fear of criminal
and civil liability often distorts the decision-making process—it
promotes legal considerations rather than the patient’s wishes and
interests as the focus of the decision.

Extending protection from liability to health care professionals in
appropriate cases, while beneficial to those professionals, is also
important for patients. It is essential to make the patient’s needs the
primary consideration in treatment decisions. Moreover, it is unfair
to force physicians and other health care professionals to choose,
as they now must in some cases, between appropriate medical
treatment for their patients and the risk of civil or criminal liability.

The Task Force believes that health care providers who honor an
agent’s decisions in good faith should be protected from criminal
sanctions, civil liability and professional penalties. However, the
immunity extended should only cover claims based on the profes-
sional’s good faith reliance on an agent’s decision. Physicians
should be obligated to obtain informed consent from an agent, as
they would from a patient. Moreover, all health care professionals
should remain obligated to provide medical treatment in
accordance with applicable standards of care.

Recommendation— The physician should provide the agent with
medical information necessary to make an informed decision on
the patient’s behalf. Once the agent has made a decision, the
physician should honor that decision to the same extent as if it had
been made by the patient, unless the agent’s authority is restricted
in the patient’s proxy. However, the physician should serve as a
check and balance to the agent’s exercise of authority in those
situations where the physician believes the agent is ill-informed,
incapable of serving, or acting in bad faith.

The Task Force also recommends that health care providers should
be protected from civil and criminal liability for honoring, in good
faith, decisions by health care agents.

See Proposed Legislation, Sections 3.3, 5.2 and 7.1.
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1. For further discussion of the physician’s role in
“screening out” abusive or ill-founded surrogate decisions, see
President’s Commission, Deciding to Forego Life-Sustaining
Treatment, p. 153; Stephen A. Newman, “Treatment Refusals
for the Critically and Terminally 111: Proposed Rules for the
Family, the Physician, and the State,” 3 N.Y. Law Sch. Human
Rights Ann. 35, 71-72 (1985).

2. See President’s Commission, Making Health Care
Decisions, p. 172.
3. The tragic consequences that can follow if a physician

overlooks this obligation are poignantly described by Englebert
Schucking in “Death at a New York Hospital,” Law, Med. &
Health Care, Vol. 13, No. 6, Dec. 1985, pp. 261-68.
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VIIl. Health Care Proxies in
the Long-Term Care and Mental
Health Settings

The far-reaching power delegated by the creation of a health care
proxy raises a host of special concerns and dilemmas for residents of
long-term care and mental health facilities. For several reasons, these
persons may be especially vulnerable to potential abuses associated
with the appointment of a health care agent.

A process for the creation and use of a health care proxy should
therefore be tailored to respond to their particular needs and concerns.
Chief among these concerns is the need to preserve the right to make
health care decisions for persons capable of exercising that right,
while ensuring that a health care agent is appointed on a voluntary and
informed basis under circumstances that promote the patient’s
interests.

Long-Term Care Residents

Close to 100,000 persons in New York State reside in long-term care
facilities, generally referred to as nursing homes. Approximately 75%
of long-term care residents are in “skilled nursing facilities,” which
care for persons with chronic disabilities.® The remaining 25% are in
“health related facilities,” which care for persons with less serious
health care needs.? The average age of nursing home residents in New
York State is eighty-three years old.?

The special vulnerability of the institutionalized elderly is due, in part,
to the circumstances of institutional living. Admission to any health
care facility inevitably involves a substantial loss of privacy and
autonomy. Patients in acute care hospitals, for example, no longer
make such routine decisions as when to arise, when to eat, and what to
wear. These losses are compounded in long-term care facilities, where
the constraints of group living impose even greater limitations on
personal independence. Equally important, the loss of privacy and
control is permanent, and often results, over time, in increasing
passivity and an actual decline in decision-making ability.*

The near total dependence of residents upon the institution and its
employees contributes to this problem. Nursing home placement is
often the last resort for persons whose physical and/or mental func-
tioning have become so impaired that they are no longer able to care
for themselves. In addition, although most persons enter long-term

141



care facilities with the assistance of caring relatives and friends, this
support usually diminishes as significant others withdraw or as residents
outlive those close to them.

In long-term care facilities, the physician-patient relationship differs from
the relationship between physician and patient in most acute care settings.
Unfortunately, this difference lessens the resident’s involvement with and
control over health care concerns. For example, residents of long-term
care facilities usually have only limited contact with their physician and
often do not select their own physician. Consequently, the kind of
partnership between physician and patient needed to educate residents
about treatment alternatives and empower them to exercise their
autonomy in health care matters is only rarely achieved.* Nurses who
care for residents on a day- to-day basis and social workers are often an
important source of information and support but cannot give the same
range of medical guidance.

Furthermore, many nursing home residents suffer some degree of
diminished intellectual functioning that limits their ability to understand
the nature of their medical condition and the available treatment
alternatives. In separate surveys of nursing homes in the State conducted
by the Task Force and by the New York State Health Facilities
Association, the respondents estimated that nearly 50% of the residents of
long-term facilities lack capacity to make any health care decisions, and
approximately 25% of the residents lack capacity to make some
decisions. In 1977, the National Center for Health Statistics reported that
one-fifth of nursing home residents nationwide had a primary diagnosis
of mental disorder or senility.” Unfortunately, the autonomy of residents
who are fully capable of making treatment decisions may frequently be
undermined by the assumption that all elderly persons, and especially the
institutionalized elderly, are cognitively impaired and lack decision-
making capacity.®

The Need for Education

Most nursing home residents have made autonomous decisions
throughout their lives and should be empowered to continue to
exercise their right to self-determination in important decisions at
the end of life. Also, as studies have demonstrated, when the
opportunities to make decisions are enhanced, the intellectual
decline associated with long-term institutional living can be
minimized.’

The Task Force believes that long-term care facilities should
educate residents about the nature of treatment choices at the end
of life and the tools available to implement those choices,
including the health care proxy and living will. These efforts
should be undertaken shortly after residents are admitted, when
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they have had an opportunity to reflect upon their health care
goals.

Creating the Proxy

It is important to ensure that residents of long-term care facilities who
create health care proxies do so knowingly and voluntarily. Creation of a
proxy serves the interests of the institution as well as the resident by
facilitating the process of obtaining informed consent. The value to the
institution of a surrogate decision-maker, coupled with the dependency of
nursing home residents upon their health care providers, creates a
situation in which institutional needs or convenience may overwhelm the
interests of residents.

When a resident in a long-term care facility creates a health care proxy,
one or more persons not affiliated with the facility in which the person
resides should be involved. The participation of a disinterested party
should be designed to insure that nursing home residents fully
comprehend the significance of the document and its implications for
future care. Members of organizations that advocate on behalf of the
institutionalized elderly, or other respected members of the community,
might be called upon to perform this role.

In addition, information about the process by which the proxy was
created should be noted in the resident’s medical or nursing chart.
Routine retrospective review of the proxies created in long-term care
facilities could also provide additional protections.

Procedures for creation of the proxy in long-term care facilities should be
established by regulation rather than legislation to permit an opportunity
for evaluation and the flexibility to change the procedures. Accordingly,
the Task Force recommends that the Department of Health should be
charged to develop regulations for long-term care facilities regarding the
education of residents about health care proxies and other advance
directives, procedures for creation of a proxy, and a process for
retrospective review of the proxies created in the facility.

Determining Capacity

A determination that a person lacks decision-making capacity does not
require a psychiatric or other specialized assessment for most

persons. The determination usually involves a basic assessment of the
person’s ability to comprehend his or her present situation and the factors
involved in a treatment decision. While physicians often seek psychiatric
consultation in difficult cases, this consultation is unnecessary in most
routine situations.
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The determination of capacity for elderly persons in the long-term
care setting is often complex. Many nursing home residents have
fluctuating capacity or capacity to make some, but not all, health care
decisions.'® In most cases, a psychiatrist or other specialist will not be
required to assess the capacity of a nursing home resident. The Task
Force proposes, however, that when a resident is determined to lack
capacity as a result of mental illness, the physician who conducts the
evaluation must either have, or consult with someone who has,
specialized training or experience in diagnosing or treating similar
conditions.

The Task Force believes that for purposes of its legislative proposal
the term “mental illness” should be defined as set forth in Section 1.03
of the Mental Hygiene Law.

An affliction with a mental disease or mental condition
which is manifested by a disorder or disturbance in behav-
ior, feeling, thinking or judgment to such an extent that the
person afflicted requires care, treatment, and rehabilitation.

Alzheimer’s disease and other neurologic disorders would be included
under this broad definition.

The Task Force also believes that the special responsibilities and role
of nurses and social workers in long-term care settings should be
reflected in the process to determine residents’ capacity to make
treatment decisions. Long-term care residents generally have far more
contact with nurses and social workers than they do with physicians.
Nurses care for residents on a day-to-day basis and are familiar with
their habits, needs and personal inclinations." The Task Force
therefore recommends that the determination of a resident’s capacity
to make health care decisions for the purpose of triggering the agent’s
authority should involve at least one health care professional in
addition to the primary physician. The second professional should be
someone who has close and frequent contact with the resident, such as
a nurse or social worker.

Recommendations—Long-term care facilities should educate resi-
dents about treatment choices at the end of life and the tools available
to implement those choices, including the health care proxy and living
will. They should also establish procedures to ensure that residents
who create health care proxies do so voluntarily, with an
understanding of the scope of authority that may be delegated, the
benefits and risks of creating a proxy, and the opportunity to provide
specific instructions to the agent.
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The determination of capacity of residents in long-term care facilities,
when done for the purpose of empowering a health care agent, should
involve a physician and a nurse, social worker, or other health care
professional who has had close contact with the resident.

See Proposed Legislation, Sections 2.3 and 11.
The Mentally Disabled

Persons with mental disabilities fall into two broad classes: those with
mental illnesses and those with developmental disabilities. Each year,
more than 500,000 persons receive treatment for mental illness from
one or more of the 2,073 licensed facilities in New York State.??
Residential treatment for mental illness is provided in a range of
settings: state-operated psychiatric centers, private psychiatric hospi-
tals, psychiatric units In general hospitals, community residences,
family care homes, residential care centers, and special facilities for
children. Approximately 25% of the persons treated for mental illness
in the State are cared for in one of these residential facilities.

Persons treated for mental illness vary greatly in terms of the nature
and duration of their disabilities, the extent of their functional
impairment, and their responsiveness to treatment. Although some
mentally ill persons are unable to function in daily life, others support
themselves financially and live on their own or with their families.

Over 52,000 New Yorkers receive treatment for developmental dis-
abilities, a term used to refer to a broad range of chronic conditions
that arise prenatally or in childhood and that substantiallay impair an
individual’s intellectual functioning or adaptive behavior.* Conditions
commonly identified as developmental disabilities include autism,
cerebral palsy, epilepsy, mental retardation and muscular dystrophy.

The most profoundly impaired developmentally disabled persons
usually reside in state-operated facilities that provide total care. Per-
sons with the mildest impairments often live independently or with
their families. Some reside in group homes. Altogether, about 28,000
developmentally disabled persons live in developmental centers,
community residences, intermediate care facilities, and family care
residences under the auspices of the New York State Office of Mental
Retardation and Developmental Disabilities.'*

The fact that an individual has a mental illness or developmental
disability does not in itself establish that the individual lacks capacity
to make health care decisions. In many cases, a mental disability
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affects some mental abilities without undermining others.™

For example, persons who are schizophrenic or have other serious
mental disorders may be fully capable of making some or all health
care decisions.!8

Consistent with this clinical reality, New York State courts have
upheld the right of persons in mental health facilities to make treat-
ment decisions unless the person has been determined to lack capacity
by a judicial finding. Most recently, under the 1986 Rivers v. Katz
decision, the New York Court of Appeals upheld the right of residents
of mental health facilities to refuse antipsychotic medication unless a
judicial determination has been made that the resident lacks decision-
making capacity.!’

The Task Force believes that the right to appoint a health care agent,
and the opportunity it offers individuals to control fundamental deci-
sions about their lives, should be extended to those mentally disabled
persons capable of exercising that right. However, measures must be
taken to insure that those who are capable of creating a proxy are
assisted in doing so and that those who are incapable are protected
from the consequences of their own actions. These measures should
relate primarily to four areas: (i) creation of the proxy; (ii) the persons
who may serve as agent; (iii) the determination of incapacity that
triggers commencement of the agent’s authority; and (iv) guidance
concerning the treatment decisions of particular relevance to the
mentally disabled.

Creating the Proxy

Steps must be taken in mental health facilities to educate residents
about the health care proxy and to prevent abuse and an inadequate
decision-making process in creation of the proxy. As in the long-term
care setting, residents of mental health facilities should be informed
and educated about the availability of the health care proxy. Guidance
should be offered about how the proxy is created, the nature of the
authority delegated and how residents may best use it to pursue their
health care goals.

Procedures must also be developed to make certain that residents who
create a health care proxy do so voluntarily and have the capacity and
information necessary to make an informed choice. For each proxy
created, a mechanism must be established to document information
about the circumstances under which the proxy was created.
Moreover, the use of health care proxies should be monitored on a
facility-wide basis to identify any patterns that would suggest abuse or
inadequate supervision of the process to create the proxy. These
measures should involve persons from outside the institution, either
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from the appropriate regulatory authority or from an entity such as
Mental Hygiene Legal Service, an organization that provides free
legal assistance and advocacy for the mentally disabled in New
York State.

The Task Force recommends that specific guidelines for these
procedures at mental health facilities should be embodied in
regulations developed by the executive agencies with oversight
responsibilities for those institutions. Establishment of the
procedures in regulations will permit the flexibility needed to tailor
the procedures to the needs of the patient populations in diverse
mental health facilities across the State.

Selecting the Agent

While some residents of mental health facilities have close family ties,
others, especially long-term residents, may have been abandoned by
or lost contact with family members. In such cases, residents may be
closest to the persons with whom they relate on a daily basis—the
health care professionals responsible for their care at the facility. As in
the acute care and nursing home contexts, appointment of these
persons as agents under a health care proxy raises serious concern
about potential conflicts of interest that might undermine the agent’s
responsiveness and dedication to the resident. However, in the context
of mental health facilities, the existence of an effective, independent
agency, Mental Hygiene Legal Service, available to represent
residents mitigates this concern. The Task Force therefore
recommends that when a resident of a mental health facility appoints
an employee of the facility as agent under a health care proxy, Mental
Hygiene Legal Service should be informed of the appointment and
take whatever action it deems appropriate before the employee-agent
is granted authority under the proxy.

Determining Capacity

Unlike the determination of decision-making capacity for the general
patient population, the assessment of capacity for persons with a
mental illness or developmental disability requires specialized
expertise and training. Persons without the necessary expertise may
err in two directions. They may presume that persons are incapable
because of their disability or, conversely, may not appreciate the
limitations of patients who appear lucid and capable.

The Task Force proposes that the determination of capacity for men-
tally disabled persons should be made by, or in consultation with, a
health care professional with training or expertise in treating or
diagnosing persons with the same or similar disability. This require-

147



ment should apply to residents in mental health facilities as well as to
those who have been transferred to acute care centers.

For persons determined to lack capacity based on mental illness, a
psychiatric opinion will often be necessary. For the developmentally
disabled, the determination of capacity should be made by a
psychiatrist or a psychologist who has training or treatment experience
with persons who have the same or similar disability as the patient.

Special Treatment Decisions

Certain treatments such as antipsychotic medication, electro-convul-
sive shock treatment and psychosurgery have particular relevance for
the mentally disabled. Many mentally disabled persons have strong
feelings about these treatments. Moreover, surrogate decisions with
respect to these treatments have led to abuses in the past.’® Mentally
disabled persons should, therefore, be informed about the scope of the
agents potential authority in relation to these treatments. Specifically,
they should be told that their health care agent will have authority to
make these treatment decisions unless they limit that authority in the
proxy.

Mentally disabled persons should also be encouraged to provide
instructions about these treatments in the proxy rather than simply to
restrict the agent’s authority. If the agent’s authority is restricted and
instructions about the treatment are not included in the proxy,
someone else, perhaps a judge or someone else unknown to the
person, will have to make a judgment on the person’s behalf when the
person loses decision-making capacity. The Task Force therefore
recommends that the treatments listed above should be highlighted on
the proxy form to encourage people to reflect about and express their
wishes about these treatments.

Recommendation—Mental health facilities, like long-term care
facilities, should devise procedures to educate residents about the
health care proxy and to ensure that those who create proxies do so
knowingly and voluntarily. The Commissioners of Mental Health and
Mental Retardation and Developmental Disabilities should establish
the requirements for such procedures in regulations.

An employee of a mental health facility should be permitted to act as
agent for a resident provided notice is given to a responsible oversight
entity, such as the Mental Hygiene Legal Service. Finally, the
determination of capacity of a person with a mental disability should
be made by a physician or psychologist with specialized training or
experience in diagnosing or treating persons with similar mental
disabilities.

See Proposed Legislation, Sections 2.3, 4 and 11.
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IX. Making the Proxy Work—
The Need for Public Education

The enactment of health care proxy legislation will provide a
new and effective vehicle for citizens of New York State to
exercise their right to make treatment decisions. That
opportunity, however, will only be as meaningful as public
awareness of the law and the options it creates. For this reason,
the Task Force believes that a vigorous and widespread
educational campaign is an essential component of its health
care proxy proposal. It therefore strongly recommends that the
Commissioner of Health be charged with the responsibility of
implementing and coordinating a campaign to inform the public
about the health care proxy. The campaign should employ all
effective and appropriate channels of communication including
the mass media and coordinated efforts with health care
facilities, patient advocacy groups and community
organizations. The resources necessary to perform this function
should be appropriated as part of the health care proxy
legislation.

The educational effort should seek to achieve several goals.
First, it should publicize the right to create a health care proxy
and provide basic information about how that right can be
exercised. Equally important, use of a health care proxy should
be encouraged. The proxy will enable people to exercise some
control over intensely personal health care decisions that may
have to be made on their behalf. It is an invaluable tool not just
for the elderly or those who are ill, but for all members of
society.

Intensive efforts should also be undertaken to educate health
care professionals—physicians, nurses, social workers, and
health care administrators. These professionals will often be the
persons who make the proxy forms available and to whom
patients will turn for assistance in creating the proxy. They also
must respond to the proxies and implement the policies
embodied in the legislation, It is therefore essential that health
care professionals understand the principles and procedures
governing the proxy’s use and its legal significance.

137



138



X. Conclusion

The Task Force’s legislative proposal on the health care proxy
affirms and protects a right long-recognized in our society—the
right to make choices about one’s own body, and specifically,
the right to consent to or refuse treatment. Few rights are more
intensely personal or deeply cherished.

Forty states and the District of Columbia now have legislation
designed to acknowledge and protect the individual’s right to
make choices about his or her own dying process. Protection for
this fundamental right should also be granted to the people of
Nev(\jl gork State. Such protection is long overdue and urgently
needed.

The health care proxy has been widely recognized as the best
vehicle to provide this protection and extend the individual’s
participation in health care decisions beyond the loss of
decision-making capacity. It can be used to delegate authority
for consent to treatment as well as authority to forego life-
sustaining measures. It will provide a powerful, effective new
tool for persons to ensure that their wishes about treatment will
be honored even when they can no longer speak for themselves.

The movement for “death with dignity” reflects the strong
conviction that technological advances must not become ends in
themselves, removed from the desires and condition of the
patients they were designed to serve. Instead, respect for the
dignity of all persons and recognition of the limitations of our
medical advances requires that people be allowed to participate
in decisions about their own dying process. Only in this manner
can we ensure that technological possibilities do not become
imperatives and that we protect the strongly held beliefs and
wishes of those who are most ill and most vulnerable among us.
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Minority Report

John A. Alesandro Mario
L. Baeza Richard J.
Concannon John J. Regan
Betty Bone Schiess

Put simply, the position of the Task Force members subscribing to this
minority report is that the proposed legislation should give the public the
option of choosing to execute either an immediate proxy or a springing
proxy, not just the latter as the majority recommends. This minority
report is confined to that single issue; it is not meant to suggest
disagreement with other recommendations of the Task Force report and
proposed legislation.

By an immediate proxy, we mean not only that the appointment of the
proxy should take effect at the time the proxy is executed by the patient,
but also that the patient with capacity must continue to be involved in the
process of making decisions for his or her own health care to the extent
that he or she desires such involvement. Specifically, by ‘‘immediate"
proxy we mean one essentially in the form set forth in the Appendix to
this Minority Report.

We do not believe that anyone should support, let alone sign, a health
care proxy that could permit an agent to consent to the imposition or
withholding of treatment of a person with capacity without an
opportunity for that person’s meaningful involvement in the decision-
making process. Thus, while we do not object to the use of the threefold
distinction in the Majority Report (“immediate,” “consultation,” and
“springing”), realistically there are only two kinds of proxy that should
be, or indeed were during the discussions of the Task Force, seriously
considered: an immediate proxy that includes reasonable involvement of
the patient with capacity, and a springing proxy that requires a legitimate
determination of incapacity before the individual chosen by the patient to
be agent has any authority to become involved on the patient's behalf.

Indeed, we feel that many concerns raised about immediate proxies
largely relate to proxies that might be able to be used in some way to
avoid or circumvent the involvement of a capable patient in the health
care decision-making process. We would oppose adoption of any statute
that does not clearly require the physician to seek first the informed
consent of a patient with capacity before the agent’s authority can be
exercised.
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Why should the proposed legislation authorize both immediate and
springing proxies? This option better promotes and enhances patient
autonomy. All persons, not solely the incapacitated, should be per-
mitted to exercise through an agent their right of privacy and their
right to give informed consent to treatment. Limiting the power of an
agent to situations where the patient is incapacitated deprives the
patient with capacity of a significant aspect of his or her autonomy.

As a practical matter, the kind of immediate proxy we are recom-
mending would be especially helpful to frail patients who, while still
possessing capacity, may be too debilitated to participate meaning-
fully in any decision-making process. Having appointed an agent of
their choice in an immediate proxy, they would have the option of
referring their attending physician to that proxy to obtain the required
informed consent. There will be no need for a determination of
incapacity before the agent can act nor any question of the agent’s
authority to act. Nor would this process interfere with the customary
relationship between physician and patient and the dialogue that
normally occurs between them, except to the extent that the patient
directs that the agent play a role in the process.

By contrast, a springing proxy may leave this debilitated patient who
has capacity without adequate protection. The agent has no authority
to act because the patient still has capacity. However, the patient may
lack the physical ability and energy to participate meaningfully in the
decision-making process. In this vacuum, the physician may turn for
guidance to relatives or friends who are not necessarily the patient’s
chosen spokespersons. Or the physician himself or herself may make
the decision with only token consent or, even worse, lack of objection
from the patient. In our view, that leaves too much power and
discretion over treatment decisions in the hands of physicians.

Under the same circumstances, an immediate power would allow a
patient to refer the physician to the patient’s agent with assurance on
everyone’s part that meaningful discussion and decision-making will
take place with someone chosen in advance by the patient. The agent
could act confident of authority, and his or her decision should be
relied on by the physician with equal confidence. In addition, later
guestions about the capacity of the patient or the authority of the
agent, which might arise under a springing proxy, are avoided. Most
importantly, the patient’s advance decision as to how and by whom he
or she wanted things done, will have been carried out.
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The springing proxy also may not be adequate in the case of the
patient whose capacity may fluctuate, hardly an uncommon occur-
rence. The agent’s authority would similarly fluctuate, coming into
existence and disappearing, creating a rather bizarre situation. The
immediate power with the durability of the proxy provides the means
for a more sensible resolution of that problem. The agent always has
authority provided the patient has directed the physician to the agent,
and yet the patient is still informed about treatment and always has the
opportunity to change or challenge any decision.

The immediate proxy solves another problem that the springing proxy
cannot avoid. Many people view with distaste the need for a
determination of their incapacity as a condition for an agent to act on
their behalf. Indeed, if they realize that the only way their agent can
act on their behalf is for them to be subjected to such a determination,
they may very well dismiss the whole idea.

One should note as a safeguard against abuse of an immediate proxy
the proper role of the agent as specified in the proposed legislation.
Section 3, paragraph 1, permits the principal to include express
limitations on the agent’s authority in the health care proxy itself.
More important, Section 3, paragraph 2, obliges the agent to make
health care decisions first in accord with the agent’s assessment of the
patient’s wishes and, only if the patient’s wishes are unknown, in
accord with the agent’s assessment of the patient's best interests.
Certainly, with an immediate proxy, the patient with capacity who
directs the physician to receive informed consent from an agent will at
the same time have the opportunity to express his or her wishes about
treatment to the agent, and the latter will be obliged to make health
care decisions in accord with those wishes.

The historical development of the power of attorney for property
matters provides a useful perspective on the use of the immediate
proxy for health care decisions. Initially, the law authorized an
immediate power over property that terminated upon the incompe-
tence of the grantor of the power because it was felt that, when
incompetent, the grantor lacked the ability to revoke and that no
power should be irrevocable. With further experience and out of the
desire to allow people to provide for control over their affairs after
they become incompetent, the law created the durable power of
attorney that survived incapacity. Finally optional springing powers
triggered by incompetency became part of the law of many but not all
states. In thus expanding the grantor’s options, current law has not
abandoned the immediate power. Instead, it has chosen to prevent
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possible confusion or mischief by providing safeguards against
unintentional creation of proxies, such as adopting specific
statutory forms with heightened notices to the possibly unwary or
unsophisticated of the nature of the document being signed. The
minority proposal, by providing for both immediate and springing
proxies, takes the same approach.

Interestingly, the situation in which a health care proxy is exercised
is strikingly different from the usual proxy for property matters. In
the latter case, the grantor of a power is seldom present when an
agent acts on his or her behalf. By contrast, the patient creating a
health care proxy is always present and involved whenever the
proxy may be called upon to act. Thus the patient with capacity
will always be in a position to protect his or her own interests at
the time a treatment decision is made.

One can debate the differences between one’s body and one’s
property and the extent to which those differences should affect
delegations of authority over decisions regarding each of them, but
abstractions should not override specific recommendations for
allowing individuals to make their own decisions regarding
delegation. We believe that the right to choose is accomplished
through provision of an individual’s option to decide between an
immediate or a springing proxy.

A decision to submit a minority report is a difficult one. The issues
are complex and there is merit to achieving Task Force consensus
on recommendations. Nevertheless, there are occasions when it is
necessary to question a recommendation, and a number of Task
Force members feel that depriving the public of the right to choose
between an immediate proxy and a springing proxy is one of those
occasions.

144



Appendix to Minority Report

The following provisions, if inserted into the proposed health care
proxy legislation, would permit the principal to choose between
giving an agent authority that commences immediately and author-
ity that “springs” into effect upon a determination that the principal
lacks capacity:

8 2. Appointment of Health Care Agent; Health Care
Proxy.

4. Commencement of agent’s authority. An adult may
specify whether the agent’s authority shall commence (a) upon
execution of the health care proxy, or (b) upon a determination,
pursuant to section 4 of this article, that the principal lacks capacity
to make health care decisions. In the absence of an express
provision in the proxy, the authority shall become effective upon
execution of the proxy.

5. Decision on behalf of principal with capacity.
Notwithstanding the existence of a proxy making an agent's
authority effective upon execution, as long as a principal has
capacity to make health care decisions, a health care provider shall
first seek to obtain a health care decision from the principal, in the
manner appropriate for obtaining a decision in the absence of the
proxy. If the principal expresses to the provider, by words or
otherwise, a desire for the agent to make the decision, the provider
shall:

(a) seek to obtain such decision from the agent;

(b) after obtaining a decision from the agent, explain to the
principal the nature of the agent’s decision; and

(c) record the circumstances of obtaining the decision in the

principal’s medical record.
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Minority Report

J. David Bleich

I fully concur in the recommendation that competent patients be
accorded the opportunity to designate an agent for purposes of making
health-care decisions — so long as the proxy is designed to be
exercised for the purpose of achieving a therapeutic result.

The major concern, to which allusion is indeed made in the Minority
Report, cannot be sufficiently emphasized. Experience testifies that, in
actuality, in far too many instances, competent patients do not make
crucial decisions affecting their own care. Age, frailty, language
barriers, lack of medical sophistication, bewilderment, lethargy and
depression, singly or in combination, serve to create a situation in
which the patient abdicates, or appears to abdicate, decision-making
responsibilities. Alternatively, the identical factors create a situation in
which securing the patient’s consent entails more time and/or effort
than the physician feels he should be required to expend in such an
endeavor. The moral dilemma faced by an overburdened and harried
physician who knows that the time and effort expended in securing
meaningful consent may well compromise the care he must render to
other patients should not be lightly dismissed.

The result is an untold number of cases in which de facto consent is
obtained from family members despite their present lack of legal
authority to make such decisions on behalf of the patient. The person
from whom consent is obtained is not necessarily the person to whom
the patient, were he consulted, would wish to delegate such authority.
And when family members disagree, the dilemma is only
compounded. Of even greater concern is the fact that, quite frequently,
it is the physician himself who becomes the decision-maker. Often the
physician acts in this capacity for the noblest of reasons. Yet the Task
Force feels strongly that a physician responsible for the care of a
patient should never serve in the role of proxy in making decisions on
behalf of that patient. The reasons for this recommendation are
entirely cogent and need not be reiterated. The selfsame
considerations which serve to bar a physician from acting as the
designated proxy of an incompetent patient serve a fortiori to support
a recommendation that a physician be prevented from serving as the
undesignated proxy of a competent patient.
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I must, however, add one caveat: designation of a proxy by a
competent patient is justified only for delegation of authority for
the purpose of weighing the pros and cons of alternatively
available therapies or weighing the risk-benefit factors inherent
in a proposed treatment. Such decisions are predicted upon one
prior assumption: the desired goal is cure or, de minims,
maximum prolongation of life. The decision itself is simply with
regard to the means of achieving that end. Decisions for the
withholding of potentially life-prolonging treatment are based
upon an entirely different premise: they are designed to result in
the patient’s early demise.

Even in the extremely limited circumstances under which some
ethicist might regard such a decision to be morally justified, in
the case of a competent patient, it would be thoroughly
unconscionable to sanction such a course of action without the
patient’s own fully informed consent. A decision to die without
the patient’s own fully informed consent. A decision to die is far
too awesome a matter to be delegated to a proxy.
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Appendix A

Health Care Proxy Proposed Legislation

Section

1. Definitions.

2. Appointment of Health Care Agent; Health Care Proxy.
3. Rights and Duties of Agent.

4, Determination of Lack of Capacity to Make

Health Care Decisions for the Purpose of Empowering
Agent.

5. Provider’s Obligation.

6. Revocation.

7. Immunity.

8. Liability for Health Care Costs.

9. Requiring or Prohibiting Execution of a Health Care Proxy.
10. Proxies Executed in Other States.

11. Creation and Use of Proxies in Residential Health Care
And Mental Hygiene Facilities.

12. Regulations.

13. Rights to be Publicized.

§ 1. Definitions.

1. "Attending physician” means the physician, selected by or
assigned to a patient, who has primary responsibility for the
treatment and care of the patient.

2. “Capacity to make health care decisions" means the ability
to understand and appreciate the nature and consequences of health
care decisions, including the benefits and risks of and alternatives
to any proposed health care, and to reach an informed decision.

3. “Health care” means any treatment, service or procedure
to diagnose or treat an individual’s physical or mental condition.
4, “Health care agent” or "agent” means an adult to whom

authority to make health care decisions is delegated under a health
care proxy.
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5. “Health care provider"” means an individual or facility
licensed, certified, or otherwise authorized or permitted by law to
administer health care in the ordinary course of business or profes-
sional practice.

6. “Health care proxy"” means a document delegating to an
agent the authority to make health care decisions, executed in accord-
ance with the requirements of this article.

7. “Hospitat means a hospital and a residential health care
facility as defined in section 2801 of the Public Health Law, and a
mental hygiene facility as defined in paragraph (8) of this section.

8. “Mental hygiene facility’ means a facility operated or
licensed by the Office of Mental Health or the Office of Mental
Retardation and Developmental Disabilities.

9. “Principar means a person who has executed a health care
proxy.

10. “Residential health care facility' means a residential health care
facility as defined in section 2801.3 of the Public Health Law.

8 2. Appointment of Health Care Agent; Health Care Proxy.
1. Right to appoint agent; presumption of competence.
(a) A competent adult has the right to appoint a health care agent.

(b) For the purpose of this section, every adult shall be presumed
competent unless determined otherwise pursuant to court order.

2. Health care proxy; execution; witnesses. A competent adult
may appoint a health care agent by a health care proxy, signed by or at the
direction of the adult in the presence of two subscribing adult witnesses.
The witnesses shall affirm that the principal appeared to be of sound mind
and free from duress. The person appointed as agent shall not act as
witness to execution of the health care proxy.

3. Restrictions on who way be appointed agent.

(@) An operator, administrator or employee of a hospital may not be
appointed as health care agent by any person who, at the time of the
appointment, is a patient or resident of, or has applied for admission to,
such hospital.
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(o) The restriction in paragraph (a) of this subdivision shall not
apply to:

(i) an operator, administrator or employee of a mental hygiene
facility, provided the person appointed agent gives notice of the
appointment to Mental Hygiene Legal Service promptly after learning
of the appointment and before acting as agent;

(ii) an operator, administrator or employee of a hospital who is
related to the principal by blood, marriage or adoption;

(iii) a physician, subject to the limitation set forth in paragraph (c)
of this subdivision.

(c) If a physician is appointed agent, the physician shall not act
as the patient’s attending physician after the authority under the health
care proxy commences, unless the physician declines the appointment
as agent at or before such time.

4. Commencement of agent’s authority. The agent’s authority
shall commence upon a determination, made pursuant to section 4 of
this article, that the principal lacks capacity to make health care
decisions.

5. Contents and form of health care proxy.
(a) The health care proxy shall:

@ identify the principal and agent;

(ii) indicate that the principal intends the agent to have authority
to make health care decisions on the principal’s behalf;

(iii) describe the limitations, if any, that the principal intends to
impose upon the agent’s authority; and

(iv) indicate that the agent’s authority shall become effective if
the principal subsequently loses capacity to make health care
decisions.

(o) The health care proxy shall be executed in accordance with
the requirements of section 2.2 and may, but need not, be in the form
set forth in the Appendix to this article.
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3. Rights and Duties of Agent.

1. Scope of authority. Subject to any express limitations in the
health care proxy, an agent shall have the authority to make any and
all health care decisions on the principal’s behalf that the principal
could make, including decisions about life-sustaining treatment.

2. Decision-making standard. After consultation wjth health
care providers, the agent shall make health care decisions: (a) in
accordance with the agent’s assessment of the principal’s wishes,
including the principal’s religious and moral beliefs, or (b) if the
principal’s wishes are unknown, in accordance with the agent’s
assessment of the principal’s best interests.

3. Right to receive information. Notwithstanding any law to the
contrary, the agent shall have the right to receive medical information
necessary to make informed decisions regarding the principal’s health
care.

4, Priority over other surrogates. Health care decisions by an
agent on a principal’s behalf shall have priority over decisions by any
other person, except as otherwise provided in the health care proxy or
in section 4.4 of this article.

8 4. Determination of Lack of Capacity to Make Health Care
Decisions for the Purpose of Empowering Agent.

1. Determination by attending physician.

(@) A determination that a principal lacks capacity to make health
care decisions shall be made by the attending physician to a reasonable
degree of medical certainty. The determination shall be stated in
writing and shall contain the attending physician’s opinion regarding
the cause and nature of the principal’s incapacity as well as its extent
and probable duration.

(o) If the attending physician determines that a patient lacks
capacity because of mental illness or developmental disability, the
attending physician who makes the determination must have, or must
consult with a health care professional who has, specialized training or
experience in diagnosing or treating mental ilinesses or developmental
disabilities of the same or similar nature.
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(c) A physician who has been appointed as a patient’s agent shall
not make the determination of the patient’s capacity to make health
care decisions.

2. Notice of determination. Notice of a determination that a
principal lacks capacity to make health care decisions shall promptly
be given: (a) to the principal, orally and in writing, where there is any
indication of the principal’s ability to comprehend such notice; (b) to
the agent; and (c) if the patient is in or is transferred from a mental
hygiene facility, to the facility director.

3. Limited purpose of determination. A determination made
pursuant to this section that a principal lacks capacity to make health
care decisions is solely for the purpose of empowering an agent to
make health care decisions pursuant to a health care proxy.

4, Priority of principal’s decision. Notwithstanding a determi-
nation pursuant to this section that the principal lacks capacity to make
health care decisions, where a principal objects to a health care
decision made by an agent, the principal’s decision shall prevail unless
the principal is determined to lack capacity to make health care
decisions by court order.

5. Effect of recovery of capacity. In the event the attending
physician determines that the principal has regained capacity:

(@) the authority of the agent shall cease, but shall recommence if
the principal subsequently loses capacity; and
(b) the principal’s consent for treatment shall be required.

§ 5. Provider’s Obligation.

1. Duty to insert proxy in medical record. A physician who is
provided with a health care proxy shall arrange for the proxy or a copy
thereof to be inserted in the principal’s medical record.

2. Duty to honor agent’s decision. A health care provider shall
comply with health care decisions made by an agent under a health
care proxy to the same extent as if such decisions had been made by
the principal, subject to any limitations in the health care proxy and to
the provisions of section 4.4 of this article.
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8 6. Revocation.
1. Means of revoking proxy.

(a) A competent adult may revoke a health care proxy by notify-
ing the agent or a health care provider orally or in writing or by any
other act evidencing a specific intent to revoke the proxy.

(o) For the purpose of this section, every adult shall be presumed
competent unless determined otherwise pursuant to court order.

(c) A health care proxy shall also be revoked upon:

(i) execution by the principal of a subsequent health care proxy;
or

(ii) the divorce or legal separation of the principal and spouse,

where the spouse is the principal’s agent under a health care proxy.

2. Duty to record revocation. A physician who is informed of or
provided with a revocation of a health care proxy shall immediately:
(i) record the revocation in the principal’s medical record and (ii)
notify the agent and the medical staff responsible for the principal’s
care of the revocation. Any member of the nursing staff informed of or
provided with a revocation of a health care proxy pursuant to this
section shall immediately notify a physician of such revocation.

8 7. Immunity.

1. Provider immunity. No health care provider or employee
thereof shall be subjected to criminal or civil liability, or be deemed
to have engaged in unprofessional conduct, for carrying out in good
faith a health care decision by an agent pursuant to this article.

2. Agent immunity. No person acting as agent pursuant to a
health care proxy shall be subjected to criminal or civil liability for
making a health care decision in good faith pursuant to this article.
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§ 8. Liability for Health Care Costs.
Liability for the cost of health care provided pursuant to an
agent’s decision shall be the same as if the health care were
provided pursuant to the principal’s decision.

8 9. Requiring or Prohibiting Execution of Health Care
Proxy.

A person may not require or prohibit the execution of a health
care proxy by an individual as a condition for providing health
care services or insurance to such individual.

8 10. Proxies Executed in Other States.

Nothing herein shall limit the enforceability of a health care proxy
or similar instrument executed in another state or jurisdiction in
compliance with the law of that state or jurisdiction.

811. Creation and Use of Proxies in Residential Health Care
and Mental Hygiene Facilities.

Residential health care facilities and mental hygiene facilities
shall establish procedures:

(@) to provide information to residents about their right to create
a health care proxy under this article;

(o) to educate residents about the authority delegated under a
health care proxy and how a proxy is created; and

(c) to ensure that each resident who creates a proxy while resid-
ing at the facility: (i) does so voluntarily; and (ii) understands the
health care proxy, including the scope of authority that may be
delegated, the benefits and risks of creating the proxy, and the
opportunity to provide specific instructions to the agent in the proxy.

Such procedures shall be established in accordance with reg-
ulations issued by the Commissioners of Health, Mental
Health, and Mental Retardation and Developmental Disabili-
ties for facilities subject to their respective regulatory author-
ities.
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§12. Regulations

The Commissioner of Health shall establish such regulations as
may be necessary for the implementation of this article, subject to
section 11 of this article.

8 13. Rights to be Publicized

The Commissioner of Health shall prepare a statement summa-
rizing the rights, duties and requirements of this article and
shall require that a copy of such statement (a) is furnished to
patients or their families at or prior to the time of admission to
a hospital, and to each member of the hospital’s staff; and (b) is
posted in a public place in each hospital. The statement of
rights required by this section may be included in any other
statement of patients’ rights required by other provisions of the
Public Health Law.
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Appendix to Legislation
Health Care Proxy

Information about the Health Care Proxy

This is an important legal document. Before signing this document, it
is vital for you to understand the following facts:

This document gives the person you name as your agent the authority
to make any and all health care decisions for you, except to the extent
you state otherwise in this document. “Health care” means any
treatment, service or procedure to diagnose or treat your physi- cial or
mental condition. Your agent therefore can have the power to make a
broad range of health care decisions for you, including decisions about
withdrawing or withholding life-sustaining treatment.

Your agent’s authority will begin when your physician determines that
you lack the capacity to make health care decisions. You will be
informed of this determination when it is made and will have an
opportunity to object and assert your right to make health care
decisions on your own behalf.

You may state in this document any treatment that you do not desire
and/or those that you want to make sure you receive. Your agent will
be obligated to follow your instructions when making decisions on
your behalf.

Examples of medical treatments about which you may wish to give
your agent special instructions are:

. artificial respiration . blood transfusions
. artificial nutrition and hydra- . abortion
tion (nourishment provided by feeding tube) sterilization
. cardiopulmonary resuscitation (CPR) . . L
G antipsychotic medication
. antibiotics | Isive th
L . electroconvulsive theral
. dialysis ) Py
. . sychosurger
. transplantation Psy gery
. other treatments

Unless you state otherwise, your agent will have the same authority
to make decisions about these treatments as you would have had.
This is not, however, a complete list of the treatments about which
you may leave instructions. Nor does the list mean that you, and
consequently your agent, can legally refuse these treatments under all
circumstances.
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It is important that you discuss this document with your physician or
another health care professional before you sign it to make sure that
you understand the nature and range of decisions that may be made on
your behalf. You may also wish to give your physician a signed copy.
You do not need a lawyer’s assistance to complete this document.

The person you appoint as agent must be over eighteen years old. If
you appoint a physician as your agent, he or she may have to choose
between acting as your agent or as your attending physician; the law
does not permit a physician to do both at the same time. Also, if you
are a patient or resident of a hospital, nursing home or mental hygiene
facility, there are special restrictions on appointing a person who
works for that facility as your agent. You should ask the administrator
or other personnel at the facility to explain those restrictions.

You should inform the person you appoint that he or she will be your
health care agent. You should discuss this document with your agent
and give him or her a signed copy. Your agent will not be liable for
health care decisions made in good faith on your behalf.

Even after you have signed this document, you have the right to make
health care decisions for yourself as long as you are able to do so, and
treatment cannot be given to you or stopped over your objection. You
have the right to revoke the authority granted to your agent by
informing him or her or your health care provider orally or in writing.

Instructions for Completing the Health Care Proxy

Item (1): Insert your name (i.e., the name of person who is appointing
a health care agent) and the name, home address and telephone
number of the agent.

Item (2): If you have special instructions for your agent, you should
state them here. Also, if you wish to limit your agent’s authority in
any way, you should state so here. If you do not state any limitations,
your agent will have authority to make any and all health care
decisions on your behalf that you could have made, including the
authority to consent to or refuse life-sustaining treatment.

Item (3): You may, if you wish, insert the name, home address and
telephone number of an alternate agent.

Item (4): You must date and sign the proxy. If you are unable to sign
yourself, you may direct someone else to sign in your presence. Be
sure to include your address.

Item (5): Two witnesses 18 years of age or older must sign your
proxy. The person who is appointed agent cannot act as a witness.

173



Health Care Proxy Form

1) I,hereby appoint

Name of principat

Name of agent
tas my

P g
health care agent to make any and all health care decisions for me, except to the
extent | state otherwise in this document.

This health care proxy shall take effect in the event | become unable to make my own
health care decisions, as determined by the physician who has primary responsibility for
my treatment.

) | direct my agent to make health care decisions in accordance with my wishes as
stated below or as otherwise known to him or her:

Statement of wishes concerning health care:

IMPORTANT: For examples of medical treatments that you may wish to give your agent
instructions about, see “Information about the Health Care Proxy,” at the beginning of this
form.

(3) Inthe event the person 1 appoint above is unable, unwilling or unavailable to act as
my health care agent, | hereby appoint

Name of alternate agent

Home address and telephone

as my health care agent.

4) Signed this day of

Signature:?
Address:?

(5) | declare that the person who signed or asked another to sign this document is personally known
to me, that he or she signed or asked another to sign this document in my presence, and that he or she
appears to be of sound mind and under no duress, fraud, or undue influence. I am not the person
appointed as agent by this document.

First Witness:
Address:

Second Witness:

Address:

174



175



176



Appendix B

POLICIES ON LIFE-SUSTAINING
TREATMENT: SURVEY OF NEW
YORK HOSPITALS AND NURSING
HOMES

Introduction

The Task Force on Life and the Law conducted a survey of the
hospitals and nursing homes in New York State to obtain
information about their policies concerning the withdrawal or
withholding of life- sustaining treatment. 2 The survey asked
facilities about their policies on living wills, powers of attorney,
the determination of patients’ decision-making capacity and other
issues.

The charts set forth in Tables A through | summarize the responses
to selected questions. The responses were obtained from facility
spokespersons, primarily administrators, and therefore do not
necessarily reflect the practices of individual physicians.

TABLE A—Profile of Respondents

The Task Force sent questionnaires to 239 members of the New
York State Hospital Association, reaching about 89% of the
hospitals in the State. A similar questionnaire was sent to 622
nursing homes, nearly every nursing home in the State.

One hundred thirty-nine hospitals and 196 nursing homes
completed the questionnaire. Most of the hospital respondents were
community hospitals. The respondents were evenly distributed by
size and by geographic region.

*The Task Force expresses its gratitude to the Hospital Association of New York State and the New York Association of Homes
and Services for the Aging for their valuable advice and assistance. The Task Force also thanks Barbara Pace and Julia Skibber
for their help in tabulating responses, and Steve Kim, Ph.D., Director of the Computer Systems Management and Data

Processing Group, New York State Department of Health, for processing the survey results.

2 “The Task Force did not seek a response from health-related facilities since these
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A majority of the nursing home respondents provide only skilled
nursing services; a minority provide both skilled nursing services
and health-related services.3 About two-thirds of the nursing home
respondents have more than 100 beds. The respondents included
significantly more voluntary nursing homes than proprietary homes.

TABLE B—Guidelines for Determining Capacity

The determination of capacity is a critical benchmark for patients in
hospitals and nursing homes: it distinguishes those patients who make
or participate in treatment decisions from those who need someone
else to decide on their behalf. Nevertheless, the questionnaire
responses indicate that less than one in three of the hospital
respondents and less than one in seven of the nursing home respon-
dents have written guidelines for determining capacity. Thus, it
appears that in the vast majority of facilities the determination is made
on an ad hoc basis without guidelines to insure that the patient’s
interests are protected.

Among the hospitals, tertiary facilities, larger hospitals and hospitals
affiliated with a medical school are more likely to have written
guidelines for determining capacity. The facility’s size, sponsorship or
affiliation with a hospital did not have a significant impact on
responses by nursing homes.

TABLE C—Estimate of Patient Capacity Level

Nursing homes were asked to estimate the percentage of residents
who have various levels of decision-making capacity. Information
about the extent of diminished capacity among nursing home residents
suggests how often treatment decisions must be made on behalf of
residents, thereby highlighting the importance of clear guidelines for:
(i) determining capacity; (ii) advance decision-making; and (iii)
decisions by family members or others on a patient’s behalf in the
absence of an advance decision.

Responses to the question show that, in the facilities’ view, two out of
four residents lack capacity to make any health care decisions while
one out of four lacks the capacity to make some decisions. Thus, a
strikingly large number of residents require surrogate decision-
making, if they have not previously made their wishes known.

facilities provide only limited medical treatment and confront issues about life- sustaining treatment
less frequently.
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Small nursing homes reported a notably lower percent of
residents with full capacity, and a corresponding higher percent
of residents with no capacity. Conversely, nursing homes that
provided health- related services as well as skilled nursing
services estimated a greater percent of residents with full
capacity, and lower percent of residents with no capacity. This is
expected, since residents who receive health-related services
are, as a rule, not as ill as those who receive skilled nursing care.
The estimates did not vary greatly with the sponsorship or
hospital affiliation of the respondent facility.

TABLE D—Residents Adjudicated Incompetent

A judicial proceeding is the only generally available and legally
recognized process to determine that a patient lacks capacity to
make health care decisions, and to empower another to make
those decisions on the patient’s behalf. Nevertheless, the
questionnaire responses reveal that exceedingly few nursing
home residents are adjudicated incompetent. This is particularly
striking in light of the large percentage of residents who lack
decision-making capacity (see Table C) and for whom health
care decisions must be made.

It is likely that the discrepancy between the small number of
residents who have been adjudicated incompetent and the high
percentage of residents who lack capacity reflects the
cumbersome and costly nature of the judicial process.

TABLE E—Facility Responses to Living Wills

Currently, there is no legislation in New York State that
expressly authorizes the use of living wills and requires facilities
to honor the wishes expressed in them. There is, however, case
law that recognizes the lawfulness of withholding or
withdrawing life-sustaining treatment when there is clear and
convincing evidence of the patient’s desire to forego treatment.

Against this legal background, the Task Force wanted to
understand how hospitals and nursing homes respond to wishes
expressed in living wills. The responses fell into four general
categories: (1) Yes, will honor living will; (2) No, will not honor
living will; (3) Will honor living will under some circumstances;
and (4) No policy.
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Sixteen percent of the hospitals indicate that, in general, they
will honor living wills, 45% will honor them under some
circumstances; 29% will not honor them, and 10% have no
policy. Thus, a person who simply completes a living will
without first ascertaining the hospital’s (and physician’s) policy
has little assurance that the wishes expressed in that document
will be honored.

Tertiary hospitals are significantly more likely to give effect to a
living will, at least conditionally, than community hospitals.
Surprisingly perhaps, hospitals affiliated with medical schools
are less likely to honor living wills than those that are not
affiliated.

The responses from hospitals in different geographic regions
reflected significant regional variation. Hospitals in the
Northeastern part of the State, followed by those in Central New
York, are the most receptive to living wills; hospitals on Long
Island and, to a lesser extent, in New York City and the
Northern Metropolitan area are more apt to reject the documents
outright.

The percentage of hospitals that will honor a living will in
general or under certain circumstances is higher than the total
percentage for nursing homes. (Compare Tables E-l and E-2).
I\r/\lpr_eover, nursing homes are far more apt to have no policy on
this issue.

Interestingly, smaller nursing homes are more willing to honor
living wills than larger ones, voluntary nursing homes are more
accepting than proprietary or public nursing homes, and
hospital-based homes are more accepting than those that are not
hospital-based. It is also notable that public nursing homes are
far more likely to have no policy on living wills than voluntary
or proprietary nursing homes.

In the final analysis, the responses indicate that nursing homes,
like hospitals, do not generally regard living wills as binding
directives of a patient’s treatment wishes.

TABLE F—Conditions for Honoring Living Wills

The questionnaire asked hospitals and nursing homes to indicate
which of four specified conditions must be met before a living
will is honored at their facility. The question was directed
primarily toward those facilities that had previously stated that
they would honor living wills “under some circumstances.”
However, many facilities that stated that, in general, they
“would honor” or “would not honor” living wills also responded
to this question.
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Hospitals and nursing homes gave remarkably similar responses.
Approximately two thirds of the respondents stated that the
patient must affirm the wishes expressed in the living will upon
or during hospitalization. That condition, however, seriously
undermines the usefulness of living wills since it prevents
persons from making their plans in advance of hospitalization.

The majority of respondents also stated that they would only
honor a living will if the attending physician and patient’s
family did not object. While the desire for a consensus in these
difficult matters is understandable, this policy nevertheless
undermines patient autonomy: it affords the patient’s physicians
and family a veto over the patient’s treatment decision—a Vveto
that is not supported by New York law.

The final condition with significant support—from 34% of the
hospital respondents and 38% of the nursing home
respondents—is a requirement that the living will specify the
particular treatment to be withheld or withdrawn. This condition
reflects a problem inherent in the use of living wills—health
care professionals are understandably reluctant to withdraw
treatment based upon instructions that may be vague,
ambiguous, or otherwise difficult to apply to the circumstances
at hand. As discussed in Chapter IV, this difficulty may be
avoided by appointing a surrogate or “agent" to make health care
decisions.

TABLE G—Reasons for Not Honoring Living Wills

Hospitals (but not nursing homes) that previously stated that
they would not honor living wills were asked to explain why
they would not do so. Ninety-one percent of the hospitals
responded, in substance, that they do not honor living wills
because New York State does not recognize the validity of such
documents. The remaining 9% included such responses as
“advice of house counsel,” or “law unclear." In fact, as discussed
in the report, there is clear support under New York case law for
implementing a patient’s wishes expressed in a living will.
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TABLE H—Facility Responses to Durable Powers
of Attorney

Hospitals and nursing homes were asked to state whether they
would honor durable powers of attorney for health care for
decisions about life-sustaining treatment. The overall responses
of hospitals and nursing homes were quite similar: 46% of the
hospitals and 52% of the nursing homes stated that they would
not honor durable powers of attorney for such decisions; 39% of
the hospitals and 41% of the nursing homes stated that they
would honor them. Given the limited legal support for reliance
on a durable power under existing New York law, the
acceptance of the documents is high.

Community hospitals are more likely to honor durable powers
than tertiary hospitals, and hospitals with less than 100 beds are
more likely to honor the documents than larger hospitals.
Hospitals affiliated with medical schools are considerably less
willing to honor durable powers than those not affiliated.

A geographic analysis of the responses reveals differences
similar to those observed with respect to living wills: hospitals
from upstate regions are significantly more receptive toward
durable powers than hospitals in the downstate regions.

Among nursing homes, there was no clear difference in
responses from facilities that provide and those that do not
provide health- related services. Nor was there any clear
difference based on facility size. Voluntary nursing homes are
more willing to honor durable powers than proprietary homes, a
finding that is consistent with their responses about living wills.

TABLE I—Reasons for Not Honoring Durable Powers

The questionnaire asked hospitals that do not honor durable
powers to explain their reason for not doing so. Forty-four
percent answered, in substance, that New York State does not
recognize their validity, while 23% answered that the use of
dur?ble powers was a new issue, the legality of which was
unclear.

Ironically, far more hospitals are convinced that living wills are
not lawful (91%) than believe that durable powers are unlawful
(44%). In fact, as discussed in Chapter IV of the Report, there is
far greater legal support for living wills than for durable powers
under New York law.
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Response Rate

239 Questionnaires

139 Responses

58% Overall Response

TABLE A—PROFILE OF RESPONDENTS

Table A-1
Profile of Hospital Respondents

Size by Number of

Type of Hospital Certified Beds Region Medical School Affiliation
83% Community Hospital 24% Less than 100 beds? 11% Nassau/Suffolk 40% Med. school affiliated 60%
- . 22 % Greater New
0, 2 0, -
17 % Tertiary Hospital 32% 100-250 beds York Not med. school affiliated

28% 250-500 beds 11% Northern

Rate! Metropolitan
15% More than 500 beds
17% Northeastern
17% Central
10% Rochester 13%
1 The response rate for a particular question may be lower.
2 Includes two Speciality Hospitals.

2 Percentages will total from 99% to 101% due to rounding off of constitutent percentages.

Response Rate
622 Questionnaires
196 Responses

32 % Overall

Table A-2
Profile of Nursing Home Respondents

Size by Number

Type of Nursing Home of Certified Beds Sponsorship Hospital-based

56% Skilled nursing facility 12% Less Than 50 beds ~ 49% Voluntary 16% Hospital-based

44% Combined SNF and HRF 22% 50-99 beds 38% Proprietary  84% Not based
37% 100-199 brds 12% Public/Gov

29% More than 200 beds



TABLE B—WRITTEN GUIDELINES FOR DETERMINING CAPACITY

Question: "Does your hospital/nursing home have written guidelines for the procedure to determine capacity?”

Table B-I
Hospitals: Written Guidelines for Determining Capacity

All
Respondents  Type of Hospital No. of Certified Beds Region Affiliation
Nass/ Grtr Nrth NE cul Reh Buf-

Comm. Tert. <100 100-250 250-500>500
[136] [115] [21] [33] [45] [38] [20]
29%' 28% 38% 21% 20%  39% 45%
71% 2% 62% 79% 80% 61% 55%

Table B-2

Nursing Homes: Written Guidelines for Determining Capacity



All

Respondents
[196]
Yes 13%
No 85%
In Progress* 3%

Type of Nursing Home

Skilled
Nursing Compi_ned
Facility ~ Facility
[105] [84]
11% 14%
87% 82%
2% 4%

No. of Certified Beds

<50 50-99 100-199

[22] [41] [71]
9% 17% 13%

91% 80% 85%

0% 2% 3%

>200
[55]

11%
85%

4%

Sponsorship

Voluntary Proprietary Public

[93] [69] [23]

13% 13% 9%

83% 87% 91%
4% 0% 0%

TABLE C—ESTIMATE OF PATIENT CAPACITY LEVEL

[Nursing Homes Only]

Hospital-based

Hospital

Based

[31]
23%

74%

3%

Not
Hosp
Based
[158]
11%
87%

3%

Question: “Please estimate the percentage of residents in your nursing home who currently fall into the following categories: (a) full decision mak-
ing capacity; (b) capacity to make some health care decisions; (c) lacks capacity to make any health care decisions."

Average of
All Respondents
[175]
Full Capacity 26%
Part Capacity 26%
No Capacity 47%

Type of Nursing Home

Skilled Nursing  Combined
Facility [101] Facility
[74]
19% 36%
27% 25%
54% 39%

4 Not one of the choices provided in the questionnaire.

No. of Certified Beds

<50 50-99 [19] 100199
[39] [64]
18% 25% 25%
27% 26% 26%
54% 49% 49%

Sponsorship

Voluntary Proprietary [86]  ppjic

[66] [18]
28% 23% 25%
26% 26% 24%
45% 51% 50%

Hospital-basal

Hospital Not
Based Hasp.
[24] Based
1511
24% 27%
24% 27%
52% 47%



TABLE D—RESIDENTS ADJUDICATED INCOMPETENT
(Nursing Homes Only)

Question: How many residents in your nursing home had been adjudicated incompetent as of October 1, 19867”

Average of All

Responses Type of Nursing Home No. of Certified Beds Sponsorship
Skilled Combined
Nursing Facility Facility <50 50-99 100-199 >200 [20][37] Vbluntary Proprietary Public
[167] [95] [72] 3] [47] [82] [60] [20]
Average
Number of
Residents

Adjudicated
|nc0mpetent 2.4 2.3 2.6 14 2.4 2.4 2.2 18

Hospital-based

Hospital Not Hosp.
Based Based
[30] [137]

17 2.6



TABLE E-FACILITY RESPONSES TO LIVING WILLS

Question: “In general, how does your hospital/nursing home respond to wishes expressed in a living will?"!

Table E-I Hospitals: Response to Living Wills

All Med. School
Respondents  Type of Hospital No. of Certified Beds Region Affil.
NE
Comm. Tert. <10 100-250 250-500 [44] Mass/  Grtr Nrtb \\, Ctrl  Rch  Buf Not Affil.
[135] [112] [23] 0 [38] >500 Suffk  NY Mtr @21 NY SII’. falo Mil.  [81]
[33] [20] [16] [27] [15] [23] [Mi (181  [54J

Yes, wiil honor 16% 16% 17% 18% 16% 13% 20% 0% 22% 13% 23% 22% 0% 22% 11%  20%
No, will not honor 29% 30% 22% 18% 30% 34% 35% 50% 41% 40% 18% 22% 14% 17% 39% 22%

Will honor under

some circumstances
reu 45% 43% 57% 39%  50% 47% 40% 50% 30% 33% 50% 48% 71% 44% 44%  46%

No policy 10% 11% 4% 24% 5% 5% 5% 0% 7% 13% 9% 9% 14% 17% 6%  12%

1 The questionnaire did not provide response choices. Responses were analyzed and assigned to one of the Sour categories set forth above.



Table E-2
Nursing Homes: Response to Living Wills



TABLE F—CONDITIONS FOR HONORING LIVING WILLS

Question: “Please check the appropriate responses) to the following statement: Living Wills are not honored unless...” (4 choices provided).

Table F-1 Hospitals: Conditions for Honoring (4]
living Wills The living will specifies the particular treatments to be 34%
All Respondents withheld or withdrawn
57%
Family members do not object to wishes expressed in
the living will
The attending physician does not object to wishes 64%

expressed in the living will

. ] . . - . 69%
The patient affirms wishes expressed in the living will

upon or during hospitalization



Table F-2 Nursing Homes: Conditions for
Honoring Living Wills

All Respondents
[101]
The living will specifies the particular treatments to be 38%
withheld or withdrawn
. . . . 53%
Family members do not object to wishes expressed in
the living will
. . . . 68%
The attending physician does not object to wishes
expressed in the living will
61%

The patient affirms wishes expressed in the living will
upon or during hospitalization



Question: "If your hospital does not honor living wills, why not?”

All Respondents [34]

New York State does not 91 %
re%og%glze their validity
Othe 9%

5E.g.. "advice of house counsel," "does not apply when patient is incompetent,” “law unclear.'



TABLE H—FACILITY RESPONSES TO DURABLE POWERS OF ATTORNEY

Question: “Does your hospital/nursing home honor durable powers of attorney for decisions regarding the withholding or withdrawal of life- sustaining or life-saving
medical treatment?

Table H-I Hospitals: Responses to Durable Powers of Attorney



[129]
39%
46%

16%

Comm.
[108]

40%
45%

15%

Tert.
[21]

33%
48%

19%

<100
[30]

67%
23%

10%

100-250 250-500

[42]
29%
55%

17%

(78]
35%
49%

16%

>500
[20]

25%
55%

20%

Nass/
Suffk
[16]
19%
44%

38%

Grtr
NY

[27]
26%
63%

11%

Nrth
Mtr

[15]
20%
60%

20%

NE
NY

[19]
47%
47%

5%

Ctrl
NY
[22]
55%
36%

9%

Rch
str

[13]
54%
31%

15%

Buf
falo
[17]
53%
29%

18%

Affil.

[53]
28%
53%

19%

Not

[76]
46%
41%

13%



TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF ATTORNEY
[Hospitals Only]

Table H-2 Nursing Homes: Responses to Durable Powers of Attorney

All
Respondents Type of Nursing Home No. of Certified Beds Sponsorship Hospital-based
Skilled Nursing Combined Hospital NotHasp.



Facility Facility <50 50-99 100-199 >200 Vbintry Proprtry Public Based Based

[174] [100] [74] [22] [37] m [47] [82] [64] [22] [311 [142] EY
Yes, will honor 41% 41% 42% 45% 51% 34%  43% 51% 33% 27% 48% 40%
No, will not honor 52% 51% 54% 50%  46% 57%  51% 41% 64% 64% 39% 55%
No policy® 6% 8% 4% 5% 3% 9% 6% 7% 3% 9% 13% 5%

6 Not one of the choices provided in the questionnaire. Includes “under discussion,” “no cases so far” and "handled on a case-by<ase basis.”



TABLE 1—REARQNZ FORNRLAGNRRING RURABLELQWERS OF ATTORNEY

[HOS itals Onlvl pOweTs of attorney, w
P All Respﬁggjents

New York State does not 44%
recognize their validity

New Issug; legality unclear 23%
Does not appI}/ when patient 13%
IS Incompeten

Durable powers are only 8%
tor financial matters

Advice of counsel 8%

Family participation is required 5%



TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF ATTORNEY
[Hospitals Only]



TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF ATTORNEY
[Hospitals Only]



TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF ATTORNEY
[Hospitals Only]



TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF ATTORNEY
[Hospitals Only]
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TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF A
[Hospitals Only]
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TABLE I—REASONS FOR NOT HONORING DURABLE POWERS OF A
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